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Background

Edinburgh Voluntary Organisations Council (EVOC) works with a range of charities that support unpaid carers and 
people with additional support needs or disabilities. We do this through organising the two forums for charities 
– the Edinburgh Disability Forum and the Edinburgh Carers Forum. We also work with colleagues from Edinburgh 
Health and Social Care Partnership and City of Edinburgh Council Transport services, to look at how we can design 
and develop services with the people that use them and reduce barriers to participation.

In light of the impact of the pandemic in June/July 2021, a number of charities, people who use their services, 
and their parents and carers, raised concerns at changes to assisted transport. This concerned people who use 
a transport service for day support and changes for people who benefit from a respite service. We shared these 
concerns with colleagues in Edinburgh Health and Social Care Partnership and City of Edinburgh Council Transport 
services and decided to conduct a short survey of unpaid carers and people with support needs who are in 
contact with these charities, to find out more about how they were being impacted by these changes. 

We would like to thank everyone who contributed to the design and planning of this survey - colleagues from 
voluntary organisations, the Edinburgh Health and Social Care Partnership and City of Edinburgh Transport. In 
particular, we would like to thank everyone who has taken the time to contribute to the survey that informed 
this report – just over 100 people.
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A Work in Progress

The results presented here are the first stage of a process which is designed to:
• Understand the changes that have taken place over the past 18 months.
• Enable people using these services to work with EVOC, Edinburgh Health and Social Care Partnership and 

service providers to ensure that assisted transport and respite is improved for people with disabilities and 
additional support needs, and those that care for them. This includes the lessons we have all learned since the 
start of the pandemic.

Informing New Models of Day Care Support

We are also planning to share the dialogue from this survey with the Project Team, which includes EVOC, who 
have been looking at New Models of Day Support for people with learning disabilities in Edinburgh. EVOC has 
been part of this team with also includes includes staff from the Edinburgh Health and Social Care Partnership and 
three voluntary organisations and is supported by Health Improvement Scotland.

Next Steps

We have held two meetings with people who responded to the survey, and shared the findings via the Edinburgh 
Disability and Edinburgh Carers Forum.  We have also met with Edinburgh Health and Social Care Partnership to 
share the findings regarding respite, and will shortly hold a similar meeting regarding transport. Our aim is to 
develop a dialogue between people using these services and those that care for them, service providers, Edin-
burgh Health and Social Care Partnership and the Transport Department and respite providers so that we can 
work together to reduce barriers to participating in these services, and work together to find creative solutions 
for respite and assisted transport, as we emerge from the pandemic.

• The number of people accessing day support five days per week has 
dropped by just over 50% since the start of the pandemic.

• There has been a significant increase in the number of people providing 
their own transport to day support or respite services, compared to a 
significant decrease in people travelling by minibus or sharing transport 
– both of which were of course not possible in many cases due to Covid 
safety issues.

• The way in which decisions re service changes were communicated was 
variable, as was the pattern of negotiating to resume services ie in many 
cases this required an assessment for a service that had been provided 
prior to the pandemic.

• While 40% of respondents reported no change to respite arrangements,  
23% said the service had been reduced, and 28% said it had not been  
available at all since the pandemic.

Initial Conclusions

People accessing 
day support 

Decreased by

50%

People providing 
their own 
transport 

Increased 
significantly

Respite arrangements:
No Change 40%

Reduced service 23%

Unavailable 28%
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Services Attended No of Respondents
Garvald 31 
Tiphereth 17 
UpMo 10 
Firrhill 6 
Inclusion Alliance 4 
Teens+ 4 
Fabb 4 
Riccarton Hub 4 
Telfie Central 4 
Positive Paths 3 
Sight Scotland Veterans 2 
Columcille 2 
Capability Scotland 2 
Castle Crags 2 
Breakaway Respite 2 
Supporting Positive Paths 1 
Leuchie North Berwick 1 
Hawkhead 1 
Richmond Fellowship 1 
Thistle Foundation 1 
Edinburgh College 1 
Autism Initiatives 1 
Crossreach 1 
Clayton Care 1 
Spotlight 1 
Threshold/Crossreach 1 

SERVICE USER & CARER SURVEY 
In July and August 2021 EVOC consulted service users/unpaid carers who attend a day support service in 
Edinburgh, focussing on people over 18 using the services. A number of charities, people who use their services, 
and their parents and carers, have raised concerns at changes to transport, since the start of the pandemic, for 
people who have a transport service for day support, and also changes for people who benefit 
from a respite service.

We wanted to understand what the impacts are of these changes and how we can work together to improve how 
services are delivered and ensure people affected are informed and involved in making these changes happen.

101 responses were collected between 6/07/21 and 23/08/21:

• 93% said they/the person they care for attend a day support service

• 38% said they/the person they care for receive a respite service  
(e.g. overnight respite, short breaks or respite via day support)

   

 Table 1
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1. Transport

64% of respondents have used transport provided by the Council / Edinburgh Health and Social Care Parnership 
to attend day support or a respite service.
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Organisation Providing Transport No of Respondents 

City of Edinburgh Council 56 

Handicabs (HCL) 2 

The Dove Centre 1 

Other: Lothian Community Transport 1 

Other: Johnny Cabs 1 

Other: Midlothian 1 

Other: West Lothian Council 1 

Other: Central Taxis 1 

Other: Kinnaird Transport 2

Table 2

Thematic analysis of the service user/
carer survey presents the benefits of 
accessing transport to attend day care 
(Table 3), and the impacts of changes 
in transport provision (Table 4).

Benefits of Transport No of Respondents 

Would not be able to attend day care without transport 29 

Allows carer to work 15 

Carer respite 12 

Ability to access social activities 12 

Independence 10 

Safety 8 

Reduces carer worry/stress 5 

Changes in Transport Provision Impacts No of Respondents 

Financial impact 10 

Loss of activities 10 

Delays in reassessment 9 

Ability for carer to work 8 

Negative mental wellbeing 6 

Stress of dealing with the system 6 

Loss of social contact 5 

Constant changes of drivers 4 

Negative physical health 3 

Table 3

Table 4
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“This is not my day job… unpaid carers have 
professional commitments elsewhere too.”

“Just not fair to do this to carers who are trying to do their 
best and keep on top of things. Surely they would know 

that those involved would not be less disabled 
than they were before lock down.”

Graph 3: Asked to make a financial 
contribution towards transport

Yes No

45 33

Graph 6: Told to use DLA or PIP Mobility:

45 17

Organisations who asked for a contribution:
• 25 people Social Work 
• 3 people City of Edinburgh Council 
• 2 people ILF 
• 2 people Day Care Organisation

Graph 4: Anew assessment had to be carried 
out before travel or respite service could resume
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Graph 3: Shared Transport Arrangements

Graph 5: Organisations who asked about a new assessment
• 15 people - Day Care Organisation
• 15 people - Social Work 
• 1 person - Transport Provider

“Need for a day care placement not disputed. His 
health had deteriorated during prolonged lockdown, 

very unfair he had to wait until reassessment ,
completed before he could return full time and 

take up the extra days offered.”

“Unfair in implementing a review in services under current
 circumstances and putting in place a policy agreed over 

5 years ago without consultation.”

“We have been told that if the amount of days that our son 
attends day care increases we will have to undergo further

assessments and the provider may change again.”

“We felt yet another assessment was unnecessary 
and delayed the start of transport.”

“We had to justify why we needed it, despite the 
fact that nothing had changed; my daughters 

special needs are still the same.”
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Table 5:    Current Council/EHSCP Assisted Travel/Transport Policy

Are you aware of the policy? Have a copy. Don’t have a copy.

Yes 15 6

No 62 69
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2. Changes in Day Support Since the Pandemic

Organisations who contacted the carer/service user about these changes:
• 53 people - Day Care Organisation
• 1 person - Social Work

Graph 7

3. Respite Short Breaks

Respite received before the pandemic No. of Respondents

Short breaks 24

Overnight respite 17

Respite via day support 7

Direct payment 5

Table 6

7



Transport is great. 
Overnight respite 

withdrawal is a real 
body blow as it was 

working so well for my 
son, preparing him for 

eventual residential 
living. The odd night 

in a flat on his own 
with carers is not the 

same. We also have to 
“settle” him in a new 

property with new 
carers which is 

extremely stressful 
for him and us.

23 11

13

Same arrangement still availableNot available Reduced

Graph 8: Current respite arrangements

Offered or made use of alternative respite options:
• Yes - 8 people
• No - 49 people

4. Comments and Feedback

[Service User] is 19. Complex CP hoisted, PEG fed with high tone and
significant GI problems.  Lives at home with mum and dad and 1 sister.  
She sleeps well some nights other nights are very challenging.  Her mum 
has terminal condition.  Parents work in the NHS.  Respite was the only time 
we could focus on anyone else except [Service User].  We would spend time 
with our other daughter and do things our we were not otherwise able to 
do.  The family is very tired.  We have physical pains and emotionally falling 
apart.  We are not a unit as we have been in the past.  My wife is in and out 
of hospital and is have medication which makes her tired.  We have been 
told we need to take [Service User] to hospital to gain some respite.

VITAL TRANSPORT SERVICE
My daughter’s day service stopped for 5 weeks while we were informed 
no transport in place now since lockdown. Assessment process has taken 
weeks/months (mid April to mid July). Lack of clarity and information 
throughout. Was told we could trial using black cab instead of escort 
service - a massive change for my daughter. I said no, I would rather pay 
for the escort service myself. This has cost my approx £800 per month for 
2 months. Eventually a suggestion to share with another service user of 
the day support service. Also to use mobility part of benefit to now pay 
a contribution. Service will start end of July after holidays. This has been 
stressful, anxiety provoking. I am 80+ and housebound, this service is 
essential for my daughter especially after the last 18 months of 
COVID and for myself.

Nothing is working well.  
We are tired, isolated and 
 family is struggling… I am 

nervous about my own 
well being and what life I 

will have going forward. I do 
very little but work and care.

Sometimes parents (unpaid carers) need a break so they can carry on.

Needs to be joined up more, transport is an important 
aspect to the day - not an add on, it’s vital.

Transport working 
well. Lack of respite is 
devastating. Buildings 
based respite with my 
son away Mon-Fri or 
Fri-Mon worked for 
my family. We have 
had no break for 18 
months now and we 
are exhausted and 
feel that we can’t 
go on without the 
hope of a break.
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It’s absolutely awful, not had a overnight break since February 20 and 
there’s no help available, feel like we are just left and forgotten about

My daughter has many problems she need the high physical care that the day support service provided 
and that gave us confidence that she was being looked after properly when we had a wee break, all the 
parents fear that this might not be available again. Carers need support with some sort of proper road 
map that ensure this facility is re-opened to care for the most vulnerable in society.

Residential providers asked to take on day care 
provision from March 2020 (lockdown) with no 
additional support hours. He lives in a bedsit so 

spent every day until December confined to one 
room. Social care/council appeared to have 

totally forgotten about the needs of 
people like him.

For a lengthy period I had to 
transport my daughter to her 
day service as assessment 
for transport took forever. 
Eventually I raised a formal 
complaint with the council 
and eventually got reinstated. 

However as my daughter is 
not attending her day service 
full time I will have to be 
assessed again when the day 
service goes back to levels 
prior to covid, and I anticipate 
another lengthy delay in the 
transport reassessment.

The day support service has 
been an absolute lifeline for us 
as we know when he is there 
he is engaged in productive 
and meaningful work, well 
cared for and happy. That 
gives us hours of ‘respite’ 
during the day.

Our son went from 
attending overnight 
respite 5 days a week 
to just 2 afternoons 
and 2 walks a week. 
His overnight respite 
has been stopped 
completely and we 
have now been given 
a budget to organise 
our own but that 
is proving difficult. 
We would hope that 
once Covid is under 
control that 
overnight respite 
can recommence 
as before.

I believe most 
transport staff 
are not trained 
to support the 
range of disabil-
ities they meet 
and although 
well meaning 
this can lead to 
poor support.

The change in my sons transport going from a minibus 5 days to 
eventually getting 4 days at his day service via taxi has been very 
stressful and demanding. He can’t understand the changes
 no matter how we try to explain this to him.

I feel that that the most disadvantaged 
in society are the most disadvantaged, 

particularly during lockdown. When the first 
lockdown occurred we felt abandoned and left 
to get on with things regardless of our circum-

stances. When some services resumed I had 
to rearrange for transport and justify why I 

needed it. More proactive support 
would be appreciated

All this 
uncertainty 
regarding 
transport 

and respite 
provision 

on top 
of all the 

extra stress 
during 

lockdown 
has been 
extremely 

hard on 
carers.
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The council seems to have arbitrarily
 removed buildings based respite under the 

guise of covid19, without any consultation 
with families and without offering us any 

choice. I know buildings based respite didn’t 
suit everyone - but it suited my family. We 

have no one to look after our son in extend-
ed family and we were entirely dependent 

on respite breaks for him (which he enjoyed) 
to allow us any kind of short break, or to see 
family and friends as most other people do.  

Transport removed during pandemic - no discussion 
with families. Huge impact on the mental health and 

wellbeing of myself and my son. Had to be reassessed 
for transport. Impacted on my ability to earn 

a living as a full-time working single parent. 
Transport eventually reinstated. New person for my son 

to get used to - more negative impact on his mental 
health. New provider not consistent, lots of ‘no shows’, 

turning up late, not informing when there was a change 
of driver. Transport provider not informed of our day 
support calendar, assumed they closed when schools 

did so again didn’t turn up on several occasions.

I would have loved to just have a contact of someone to deal with in transport. To have to go through a 
social worker was very frustrating. If there was a transport panel to hear my case, then why could i not 
present my case to the panel. It seemed so secretive with no names or email addresses for anyone in 
transport which makes the whole process so frustrating. I did feel that my son was being treated like a 
parcel delivery rather than an individual as it is all down to cost but the cheapest solution 
(shared transport) would not be considered.

I couldn’t sum up the awful experi-
ence of trying to secure transport 
arrangements for my son in just 
one paragraph. In 2018 I had no 
option but to raise a complaint 
with local Councillors before 
transport was eventually provided 
for my son to attend a day care 
service. This was at a time when 
both parents were physically and 
mentally exhausted. The whole 
process took a toll on our health.

My autistic daughter found it extremely challenging 
using shared transport whether taxi or minibus. She 
found different personalities of drivers, escorts and 
members difficult to manage. This included sounds 
from radios, smells of perfume, cigarettes, language, 
raised voices, humour that she didn’t understand, 
expectations on her to engage in conversation, 
games, songs. This all led to overwhelming 
anxieties leading to fear and lack of trust.

My son is on a college placement as no day services available, 
wholly unsuitable online course currently, only saved by a day 
support provider due to DP hours he has to support his medical 
and mental health needs without them we would be lost, but 
we despair for his and our future, why have adults with disabil-
ity and their families who are amongst the most vulnerable in 
society been abandoned and forgotten like this, please help us.

I feel the need for transport to be 
re-assessed was unnecessary and 

an excuse to cut back/delay 
provision of services that had 
been in place for many years.

Needs to be reinstated to levels in 
place prior to Covid to relieve 
stress on families. 

Transport is non-existent and whilst we have been able 
to make do over this period, some clarity on provision 

moving forward would be gratefully received.
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Our respite use to be around every 6 weeks at Short 
breaks run by Edinburgh Council.  Our daughter has 
high care needs and the transition to the service 
went well.  We even managed a break out of the 
United Kingdom with our other daughter.  When 
the pandemic hit the service was stopped and we 
have now been informed it has been disbanded.  
No appropriate alternative has been  arranged.  A 
new service is being developed without our con-
sultation.  We did not want the service to change, 
reviews by social work highlighted how well things 
were going.  My deteriorating health including a 
covid diagnosis has meant we have had to cope 
with no support We did contact social care direct 
at one point and there suggestion was to have our 
daughter admitted to hospital for respite. She is 
non verbal and we need to stay with her in hospital 
so this was entirely inappropriate.  Currently we are 
to mentally exhausted to pursue this. 

Prior to the COVID-19 pandemic, [Service User] (age 21) was an active, stimulated and integrated adult 
with Down’s Syndrome.  He attended day support in Edinburgh 2 days per week and worked in tool 
refurbishment and the kitchen.  He also attended another day support service 3 days per week and 
participated in drama, music, film making, café etc.  Edinburgh Council provided transport for one of day 
support service and his parents provided PIP mobility funded transport for thet other.  This arrangement 
was based on his needs as assessed by Social Work.
 
Currently he attends one day support on Fridays and his parents arrange transport as 
before.  He has a place at the other day support on Tuesdays and Thursdays, however he can’t attend be-
cause there has been no feedback to his request for transport which was initiated with Social Work Direct 
on 8th June 2021 (1 month ago).  [Service User] needs to revert to his pre-pandemic activities and trans-
port arrangements urgently as determined by the original Social Work assessment when he left school.  At 
the moment he spends far too much time on Youtube, which isn’t good for his mental health.

We found the transport reassessing process 
unnecessary and very stressful. We really 
appreciated the help and support from the 
social worker and the day-care manager
 to fight our case for transport.

It would be good, not to have to justify 
why we need support all the time. It would 
also be good if we felt more supported as 
everything seems a struggle, particularly 
for people who have already got more than 
enough issues to deal with already.We try to encourage our son to be as 

independent as he is able, however we 
are still wary of public transport. We 

have not really had advice re transport 
- always finding out for ourselves. Our 

son has been shielding throughout the 
pandemic up until recently.

I can deal with doing transport myself, devastated that I 
have no respite. Really feel for my son too, I know he misses 
spending nights away. He is a big 24 year old man. We are in 
a small flat, it’s just not fair that he is stuck home all the time

Transport working well.  Lack of respite is devastating.  Buildings based respite with my son away 
Mon-Fri or Fri-Mon worked for my family. We have had no break for 18 months now and we 
are exhausted and feel that we can’t go on without the hope of a break.
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workshops and activities. His health is suffering. 
My son receives some support from another 
provider but requires activity and company.



ORGANISATION SURVEY
In July and August 2021 EVOC consulted disability and carers organisations in Edinburgh, focussing on people over 
18 using the services. A number of charities, people who use their services, and their parents and carers, have 
raised concerns at changes to transport, since the start of the pandemic, for people who have a transport service 
for day support, and also changes for people who benefit from a respite service. 

We wanted to understand what the impacts are of these changes and how we can work together to improve how 
services are delivered and ensure people affected are informed and involved in making these changes happen. 
12 individuals responded from 10 different organisations between 6/07/21 and 23/08/21:
• Barnardos (1)
• Columcille (1)
• Fabb (1)
• Garvald Edinburgh (1)
• Inclusion Alliance (3)
• Inclusion Scotland (1)
• South Edinburgh Amenities Group (1)
• SPACE Broomhouse Hub (1)
• The Action Group (1)
• Tiphereth (1)

1. Day Support - 9 Organisations Provide Day Support in Edinburgh

0 50 100 150 200 250

1

2

3

4

5

6

7

8

9

O
rg

an
isa

tio
n

No of Service Users

Before the pandemic Currently

Graph 9: Changes to number of service-users receiving day support 

Types of day support activities offered include:
• Outdoor activities (gardening, estates work, compost production)
• Arts and Crafts (screen printing, pottery, woodwork)
• Physical activities (gym, sports)
• Cinema, dancing, drama, music 
• Person centred to suit individuals 
• 1:1 support
• Care at Home support services
• Community transport services
• Short breaks, experience days, holiday programmes
• Support to use money, public transport
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Additional support needs No of Organisations

Physical disabilities 5

ASD 4

Learning disabilities 4

Visual impairment 1

Mental health 1

Frailty 1

Dementia 1

Table 7

10 organisations said that they support people who also access 
a day support service elsewhere.

2. Carers - 5 Organisations Provide Support to Unpaid Parents and Carers
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Graph 10: Changes to number of unpaid carers receiving support
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We asked the organisations about their understanding of the impacts of respite changes on people 
using the services and their unpaid carers:
• Impact on carers mental health 
• Impact on carers physical health
• The offer of alternatives to traditional building based has not helped
• Some organisations provided respite where people reached a stage that they cannot cope
• Enormous strain on parents and carers, it is a major cause for concern
• Families have lost budgets, opportunities and choice
• Many people pre-pandemic received over 40 nights respite and this has been reduced to 0
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By email from Mark Grierson.

Not informed, we provide our own transport. 

Was not informed.

Was not informed.

Found out through trying to get transport re-instated for some individuals in March 2021.

By families, at the start of the first lockdown easing when we were planning reopening.

We asked organisations about changes since the pandemic to address the fact that services were closed/reduced 
and transport was not available e.g. online service delivery, activities organised at home or locally

We were able to provide services on site from June 2020. 
Initially many families provided transport themselves.

We have had to provide and fund taxis for everyone to attend their support.

No public transport. Only taxi use. Activities at home. Local walks. Safe visits to the office.

We adapted our building based services to make them as safe as possible. 
We kept/keep in touch with service users not able to attend, via telephone calls, visits and Zoom calls.

On line youth programme has continued. Essential services provided. 
Carers and family breaks offered to CEC social services but little take up.

On line activities, kit deliveries, walks, and offering critical support hub. 
Many families have been bringing people in on a temporary basis.

Our transport service was used to deliver food boxes/meals to vulnerable groups of people across Edinburgh.

“Carers feel they have been totally abandoned, they are very angry with the system right now. 
Particularly older carers who have had their daily care cut, paid carers no longer giving showers 
and baths so it is left up to the unpaid carer to do this leaving them even more stressed.”

3. Transport 

We asked organisations how they were informed about changes in assisted transport arrangements and by whom.

Informed from a family.Up to December lockdown we had transport restarted via J Kemp.
After Christmas lockdown we found out by default when we tried to open up again that 
all transport was cancelled and subject to review and panel approval.
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Travel and pick up at locations work for 
families and carers before and during 
the pandemic. More inclusive provision 
required and more overnight services to 
give families and carers a real break to 
enable them to continue their caring role.

We asked the organisations about their understanding of the impacts of transport changes on people using the 
services and their unpaid carers:
• Delays in reassessment
• Safety concerns
• Financial impact on organisation
• Financial impact on carer
• Restricts choice of activities
• Carers with a disability are required to provide the transport
• Stress on unpaid carers

We asked the organisations to share any suggestions they, their staff/volunteers, people who use their service and 
others have regarding addressing travel and respite needs?

Written procedure, consistently applied through-
out the city, limited timescale, clear rationale for 
decisions, costs not being the only consideration 
but understanding that transport forms part of the 
overall support experience of the individual for a 
day. Transport need to be willing to attend 
providers meetings and parent and carer forums.

Respite services are few and far 
between these days, it is just about 
impossible to get a service to engage, 
daycare services, sitter services, 
and nursing care respite have 
all nearly disappeared.

Written procedure, consistently applied 
throughout the city, limited timescale, clear 
rationale for decisions, costs not being the only 
consideration but understanding that transport 
forms part of the overall support experience of 
the individual for a day. Transport need to be 
willing to attend providers meetings and 
parent and carer forums.

Staff knowledge and consistency is vital 
for many of the people who are currently 
not receiving respite and the Council run 
services, such as Firhill, had a wealth of 
experience which enabled them to 
support people with complex needs.

Providing alternative transport is required. 
Whether the council funds us to do this 
ourselves or organises it as before doesn’t 
matter, but transport needs reinstated.

I think it may need to be accepted that some people will need 
assisted transport to access services and that a caring and 
compassionate society would accept this. 

Funding towards taxi costs.  
Back to pre pandemic options.
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