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Key messages from Dementia Enquirers projects  

1. People with dementia can lead their own research projects – both 
drawing on previous life skills and learning new ones to explore the 
questions that most interest them.  
 

2. The research questions that people with dementia generate can be 
different from existing research questions. They are based on lived 
experience – on topics that will make a real difference in people’s 
lives.  
 

3. “Being in the driving seat of research” doesn’t mean that you have to 
do everything yourself. Team work and support can really help. But 
controlling the research and leading the way gives people with 
dementia a huge boost in confidence. 
  

4. Making the language and processes of research more accessible 
helps everyone!  
 

5. Research between people with dementia makes communication and 
engagement more possible, because having something in common 
increases trust. 
 

  
Date of publication February 2023 

You can download this report here:  
https://dementiaenquirers.org.uk/individual-
projects/thred-in-liverpool-2/ 

You can read other Dementia Enquirers reports here: 
https://dementiaenquirers.org.uk/individual-projects/ 

To find out more about Dementia Enquirers visit: 
https://dementiaenquirers.org.uk 

•  

https://dementiaenquirers.org.uk/individual-projects/thred-in-liverpool-2/
https://dementiaenquirers.org.uk/individual-projects/
https://dementiaenquirers.org.uk
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Abstract 
The authors of this report Tommy Dunne BEM and Paul Hitchmough know from 
personal experience that staying connected following a diagnosis of dementia 
is critical to staying well and maintaining independence.

They know from experience that many of their peers are reluctant to use public 
transport and they wanted to understand the barriers and what would help build 
their confidence to travel.

The authors thought that the best way to understand the barriers would be to 
speak to the people who are affected by those barriers, the People Living with 
Dementia (PLWD) and their Carers. To this end a number of interviews were 
filmed as well as an online and hard copy survey (as not everyone can use 
technology). The outcome of the interviews and the surveys highlighted the 
main problems that the People Living with Dementia and their Carers face on a 
daily basis.

Tommy and Paul have campaigned for accessible transport for people living 
with dementia for over 8 years.  They are involved with many peer groups 
and connected to transport organisations, including providing bespoke 
training. They both developed the structure, approach, and activities for the 
project.  They directly consulted with their peers to develop question sets, 
gather input and individual experiences and to share feedback and discuss 
findings.

They engaged with PLWD from diverse communities to find out if different 
challenges are raised. They led discussions with train/bus/airport organisations 
to gather information that will provide part of the outcomes for the project.

A Twitter session was organised for PLWD on planning and organising journeys 
to gather information and ideas. They recorded a diverse group of peers 
on Zoom to discuss how they plan their journeys, together with individual 
interviews.

They reviewed previous transport projects through DEEP and developed and 
produced resources, information and support available for PLWD to travel with 
more confidence and independence
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The DEEP gold ethics guide** was followed throughout this project:

•	 looks after the health, safety, and wellbeing of everyone taking part
•	 is honest and clear
•	 is respectful of everyone taking part, their dignity, and rights
•	 has a clear plan to complete the research – but stays flexible
•	 a clear purpose/reason to be done
•	 meets any legal and ethical requirements
•	 (**Dementia Enquirers Gold Standards for Ethical Research  

https://bit.ly/3XF6EwW)

https://bit.ly/3XF6EwW
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1. �Executive Summary 
It’s a sad fact that People Living With Dementia (PLWD) are still encountering 
problems when using public transport.

•	 Even though all licensed train and station operators are required to establish 
and comply with an accessible travel policy (ATP). An operator’s ATP sets 
out the level of services and facilities that disabled passengers can expect, 
how to get assistance and how to get help if things do go wrong.

•	 Despite the fact that buses and coaches have obligations around physical 
accessibility: Buses designed to carry over 22 passengers on local and 
scheduled routes must comply with the Public Service Vehicles Accessibility 
Regulations (PSVAR), and coaches must comply from 1st January 2020.

•	 Despite the obligations on taxi and Private Hire Vehicles (PHV) transport 
providers, disabled passengers travelling by taxi or PHV have a number of 
rights, including: 
•	 section 20 of the Equality Act 2010, which requires service providers to 

make reasonable adjustments to enable them to access their services
•	 section 165 of the Equality Act 2010, which requires non-exempt drivers 

of taxis and PHVs designated as wheelchair accessible to accept the 
carriage of wheelchair users, to provide them with appropriate assistance, 
and to refrain from charging them more than other passengers would pay 
for the same service and 

•	 sections 168 and 170 of the Equality Act 2010, which requires non-
exempt drivers of taxis and PHVs to accept the carriage of assistance 
dogs and to refrain from charging extra for them.

Maritime passenger rights entitle passengers to a percentage cost 
reimbursement where they are delayed, subject to conditions and exceptions. 
Disabled and reduced mobility passengers are entitled to: 

•	 acceptance for carriage unless safety reasons justify refusal
•	 free assistance in ports to embark, disembark and on-board vessels but not 

caring functions
•	 staff who have been trained to understand disabled person’s needs
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Aviation passenger rights provide that assistance suitable to the passenger’s 
needs must be provided without any cost to the passenger at the airport as well 
as on board the aircraft.

•	 The main thing that sticks out in all the transport providers policies is that 
they are all weighted towards physical disabilities. Hidden disabilities are 
often not covered in a way that their staff or the travelling public would 
understand them.

Mobility is central to the whole of society. It allows people to connect with 
places, and shapes how we live our lives.

•	 Even now, due to a lack of awareness and training there are still issues 
among passengers and transport staff that can make transport difficult for 
People Living With Dementia (PLWD) and Other Hidden Disabilities.

•	 We need to install confidence in PLWD, in order to encourage them to use 
public transport, taxis, the ferries and the airports.

•	 We need to work with transport providers, to ensure that their training 
reflects the problems that PLWD and other hidden disabilities experience 
when using public transport and the airports.

•	 Getting it right for PLWD will benefit society and the economy as a whole, as 
they regain the confidence to get out into society and spend money.

•	 More than 920,000 people in the UK are living with dementia – a number 
expected to rise to over a million by 2024 (Alzheimer’s Society, 2019). The 
vast majority of people with dementia are aged 65 and over, accounting for 
over 880,000 people.

•	 Dementia is not an inevitable part of ageing and is not a disease in its own 
right. It is an umbrella term. It describes the symptoms that occur when the 
brain is affected by certain diseases or conditions that cause the gradual 
death of brain cells. This leads to progressive cognitive decline.

•	 According to Alzheimer’s Disease International, the total estimated 
worldwide cost of dementia was US $1 trillion in 2018. If dementia care were 
a country, it would be the world’s 18th largest economy. 
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2. �Why transport is important to people living with 
dementia

Public transport can be a good alternative to driving for those in the early 
stages of dementia, enabling them to stay connected with their families, friends, 
and local communities, and provide access to healthcare.

However, the challenges faced by people with dementia mean that travelling by 
public transport can be daunting.  This is because dementia affects more than 
just memory.  

Environments that are noisy and busy can be extremely disorientating for 
people with dementia, particularly when there are added time-sensitive 
elements such as bus or train timetabling challenges.

Better experiences on public transport can help people retain their 
independence, combat loneliness, and live better with dementia. 

Public transport is at the heart of many people’s lives. But, unfortunately for 
some people, there are still barriers to public transport that aren’t limited to its 
reliability or infrastructure.

We all have the power to collectively create a more supportive travel 
environment for people living with dementia, and other conditions. If 
everyone using public transport takes small steps to be more mindful of other 
passengers, we can all help make transport more accessible and inclusive.

David Cameron when prime minister set out his 20/20 vision for dementia. In it 
he stated “that by 2020 I want England to be ……

•	 the best country in the world for dementia care and support and for people 
with dementia, their carers, and families to live; and

•	 the best place in the world to undertake research into dementia and other 
neurodegenerative diseases.”

Sadly, we are here in 2022 and have still not achieved those goals.

We still have the ridiculous situation where the person living with dementia can 
have a disabled person’s bus pass, and can travel anytime on the bus, but their 
carer will have to pay if they travel before 09:30 with them, even though they 
may have a bus pass. Also, it should be remembered that some carers are 
young and would not qualify for a bus pass.

That’s why we at thredCiC advocate for the disabled bus pass to have a +1 
on it so that the person accompanying the person with dementia at all times. 
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Having the +1 on the disabled persons pass would help prevent any misuse 
(which could occur if a separate carers card was issue). It would also allow the 
pass holder to have someone accompany them in the event of their regular 
carer not being available.

At present in the UK there is a postcode lottery regarding the +1 travel passes. 
In Scotland, the National Entitlement Card scheme also allows for free travel for 
companions where required by eligible disabled people of any age. In Wales, 
if you require assistance from another person when travelling for some or all of 
your journeys you can apply for a companion card that provides free travel for 
one person accompanying you. In South Yorkshire if your pass has the “with 
carer” logo, a carer will be able to travel with you free of charge. Why should 
you not be able to access the same benefits just because you live in a different 
postcode area?

Many people living with dementia need to regularly attend day clinics 
or memory clinics for monitoring and assessments. It is estimated that 
approximately 1/3 of people living with dementia live alone. So, it can be 
pragmatic for them to navigate their way round a transport system alone.

People with dementia often lose the confidence to travel.  They may experience 
difficulties purchasing the correct tickets, become confused by different fares or 
travel options, or feel hurried or pressured.  

We know from our own experience that they may feel anxious or unsafe, for 
example, when becoming separated from their luggage or they may have a fear 
of becoming lost or getting off at the wrong stop/station.

People have got to start realising that dementia is not all about memory loss, so

in addition to the cognitive, emotional, and sensory challenges faced by people 
with dementia when travelling, there are a number of additional barriers.  These 
include:

•	 Difficulties with journey planning
•	 The use of fast changing technology which can exclude certain groups of 

people
•	 A lack of service integration
•	 Staff with limited or no awareness of the needs of people with dementia
•	 Poor, inconsistent, or confusing signage – or unclear rules regarding 
•	 Reserved seats/spaces, (how many times do people with no disabilities use 

the disabled seats on a bus or the priority seats on a train).
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There are numerous transport assistance cards across the UK, it’s time to start 
standardising these schemes across the UK, as this could be one way to help 
improve people’s confidence when using public transport. 

We believe that strong local leadership could better deliver safe, accessible, 
and reliable transport to meet the needs of people living with dementia. 
That’s why here at thredCiC we are pleased that we will be contributing to the 
Liverpool City Region Local Transport Plan.

3. �Community Transport Service–The Merseylink Bus 
Service

The Merseylink bus service is Merseytravel’s dial-a-ride service for people with 
mobility problems or difficulties, who cannot use ordinary public transport some 
or all of the time.

To be eligible for Merseylink Membership you must permanently reside in the 
Merseyside area and have ONE of the following: -

•	 Higher rate mobility component of Disability Living Allowance (DLA) or 
Personal Independence Payments (PIP).

•	 Higher rate care component of Disability Living Allowance (DLA) or Personal 
Independence Payments (PIP).

•	 Higher rate Attendance Allowance.
•	 Blind Registration document.
•	 War disablement pension (with mobility supplement or high-rate care allowance).
•	 DS1500 Form. (The DS1500 form is a factual report with information about 

your condition. It describes your symptoms and treatments and is completed 
by a healthcare professional).

4. Rail Passenger Assistance
Passenger Assist is a service available for older and disabled passengers 
travelling on the rail network. When you contact the train company, you’re 
starting your journey with, they can: arrange assistance.

How to book Passenger Assist

•	 call 0800 0223720.
•	 text 60083.
•	 textphone or minicom users can dial 0845 60 50 600
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5. �Turning up at a station without booking assistance in 
advance Locally–Merseyrail

You will need to check that the stations you want to travel to and from are 
accessible to you. Most of their stations are open from start to end of service 
but they do advise that you check via their dedicated assisted travel page on 
their website www.merseyrail.org/assistedtravel.

Please make yourself known to a member of staff when you arrive. They will be 
delighted to help if you don’t book in advance, however if they are not expecting 
you, you may be required to wait a short time if the member of staff is already 
assisting a customer at your departure or destination station at a similar time.

6. �Airport Assistance–Liverpool John Lennon Airport
All airports have a duty to provide assisted travel that can be pre booked 
through your travel agent or airline. Liverpool John Lennon Airport use the 
Sunflower Scheme that identifies customers who need assistance from their 
staff and other contractors working on the airport site. A Lanyard is issued 
on arrival at the information help desk at the airport. The Sunflower lanyard 
scheme will assist passengers through Security, either independently or with 
help from assistance service partners.  Other airports operate this system or 
will have a comparable scheme.

If you would like to organise support/ sunflower lanyard, please contact 
customerservices@liverpoolairport.com with your flight number and date of 
departure.

Please note that the lanyards are not a Fast Track through security but are 
designed to assist you through the process as smoothly as possible.

7. �Taxis–New laws for taxi accessibility
New laws have been introduced to help protect disabled people travelling 
around England, Scotland and Wales when using taxis and private hire 
vehicles. The new law has been described as the most significant change to 
taxi and private hire vehicle legislation in 12 years.

http://www.merseyrail.org/assistedtravel
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The new Taxi and Private Hire Vehicles (Disabled Persons) Act 2022 came 
into force on 28th June and amends the Equalities Act of 2010 and now places 
duties on taxi or PHV drivers and operators to ensure that disabled people will 
receive help to allow them to travel with dignity and confidence. The new law 
also protects disabled travellers against extra charges.

As part of the new law, drivers can face fines of up to £1,000 if they fail to 
provide reasonable mobility assistance to travellers using pre-booked vehicles. 
The updates also ensure that visually impaired passengers will be assisted 
by drivers and there will be a duty for local authorities to publicly identify 
wheelchair accessible vehicles.

The amendments to the Equality Act 2010 have been developed by the 
Department of Transport as part of its work to support the Inclusive Transport 
Strategy.  Further changes will mean that even drivers granted exemption 
from assistance duties because of medical needs will still need to accept the 
carriage of disabled passengers and will not be able to charge them more than 
other passengers. The improvement to access of services will benefit a wide 
range of disabled passengers, as well as their friends and family.

In March 2022, Department for Travel announced a £2.5 million package to 
help disabled people travel more confidently. This includes funding towards 
mobility centre across England to enhance access to lifeline ferry services. It is 
believed that these changes will benefit 13.7 million people.

8. �BAME Communities and Public Transport
•	 an estimated 78.4% of the population in England and Wales identified their 

ethnic group as White British in 2019 (Source: Office for National Statistics, 
2019 population estimates by ethnic group – Experimental Statistics)

•	 3% of people with dementia are from BAME communities – around 25,000 
people. This number is expected to double by 2026 with the steepest 
increase expected in South Asian communities. 

Unfortunately, even in this day and age a minority percentage of the population 
in the UK have a prejudice towards members of the BAME communities. This 
can be exacerbated if the person has dementia.

Mr ‘A’ a member of the BAME community who has dementia, stated that on 
numerous occasions while he has been waiting at a bus stop on his own, a 
number of bus drivers had driven past the stop without stopping, despite having 
put out his hand for the bus to stop.
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Another member of the BAME community Mr ‘B’ who also has dementia stated 
that he has started to lose confidence when travelling by bus in case his bus 
pass does not register on the boarding machine. He stated that he was told 
to get off the bus by the driver as his pass must not be valid. (Mr ‘B’ did state 
that his family complained to the bus company and received a letter back 
apologising for the incident).

Another member of the BAME community stated through an interpreter that due 
to language problems she sometimes has to stay on the bus because she does 
not know where she is and is frightened to try and ask the driver because he 
won’t understand her.

9. �Dementia a Hidden Disability
From personal experience an instance of people being unaware of a hidden 
disability happened to Tommy. He had got on the bus and sat on one of the 
disabled persons seats that were available (he has a disabled persons travel 
card). He noticed that there was a man and woman sitting on the seats that are 
by the luggage rack. The woman said something to the man who then said to 
Tommy “excuse me mate, you can’t sit there”. 

Tommy said, “Why not”? The man replied, “because they are for disabled 
people”. Tommy replied, “I am disabled” To which the man replied, “You don’t 
look disabled”. To which Tommy replied, “You don’t look stupid” and then 
proceeded to show his disabled persons pass to the couple while stating “Not 
all disabilities are visible”.

Pat S, from Liverpool, a carer for her husband Peter once boarded a bus at 
09:25am. Pat put Peters disabled pass on the pass reader which worked, Peter 
then walked on aad sat down, Pat put her pass on, but, because it was not 
valid till 09:30 the driver told her she would have to pay or get off, So, she went 
to get Peter so they could get the next bus, but Peter didn’t want to get off, so 
she struggled with him all the time while the driver was shouting hurry up will 
you, we don’t have all day. 

10. �British Transport Police (BTP) Contact Details
British Transport Police is a national special police force that polices the railway 
network of England, Wales, and Scotland.

Verbal abuse, threats or name-calling can be a common and extremely 
unpleasant experience for minority groups.
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Victims of verbal abuse are often unclear whether an offence has been 
committed or believe there is little they can do. However, there are laws in 
place to protect you from verbal abuse.

By phone

1.	 Emergency 999
2.	 non-emergency 0800 40 50 40
3.	 Anti-terrorist hotline 0800 789 321
4.	 Online crimestoppers-uk.org
5.	 By phone 0800 555 111. (Enables you to report your information totally 

anonymously if you prefer)
6.	 @BTP
7.	 @Britishtransportpolice.

British Transport Police (BTP) if you see anything suspicious, or if you are 
being harassed call or text 61016 and state your problem.

BTP operates across the rail network. They have a presence at mainline 
transport hubs, and they also travel the rail network ensuring customers and 
staff are safe.

11. �Transport Survey Questions and Results
We conducted a hard copy and online survey with 38 participants which 
provided the following results.

Q1

Are you answering this 
on behalf of 

Yourself/Another 
person?

Hard Copy

    Survey

   Online

   Survey

Total  Percentage        

       %

Yourself        14          9      23     60.53%
Another Person?          6          9      15     39.47%

Q2.

Do you have a hidden 
disability?

 Hard Copy

Survey

   Online 

   Survey

 Total  Percentage  %

 Yes        19        17      36     94.74%
  No          1          1        2       5.26%
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Q3.

Do you have special 
transport needs?

Hard copy

Survey

    Online 

    Survey

  Total  Percentage %

 Wheelchair or scooter        2        4        6     15.79%
  with carer      11        6      17     44.74%
  with guide dog        1        0        1       2.63%
  unable to walk        3        1        4     10.53%
  none         3        7      10     26.32%

Q4

How regularly do you 
use public transport?

Hard copy

    Survey

    Online 

    Survey

  Total  Percentage        

       %
 weekly      12        4      16     10.53%
 fortnightly        4        1        5     10.53%
 monthly         4        8      12     13.16%
don’t use public transport          0        5        5     34.21%

Q5.

What is the biggest 
problem you find when 
using public transport?

 Hard copy

    Survey

    Online 

    Survey

  Total  Percentage        

       %

 cost        4        0        4     10.53%
 no regular staff        4        1        5     13.16%
 unhelpful staff      11        2      13     34.21%
 concerns about safety        2        2        4     10.53%
 planning your journey         2        5        7     18.42%
 navigating the

transport system

       1        8        9     23.68%

Q6

How do you find your 
normal travel when 
using public transport?

Hard copy

    Survey

 Online 

     Survey

  Total  Percentage        

       %

  easy        0        0        0             0%
  reasonable        7        6      13      34.21%
  difficult       13      10      23      60.53%
  impossible        0        2        2       5.26%
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Q7.

When planning your 
journey, which of the 
following do you take 
into consideration?     

Tick as many as apply

Hard copy

    Survey

    Online 

    Survey

  Total  Percentage        

       %

appropriate clothing 

    

15

      

0

    

15

    

39.47%
refreshments/water        7        1        8      21.05%
emergency contact 
details

     10        1      11      28.95%

tickets/travel pass         6        1        7      18.42%
timetables       17        2      19      50.00%
info on access to toilets        5        3        8      21.05%
glasses/hearing aids etc.        4        4        8      21.05%
keys        9        1      10      26.32%
watch        4        0        4      10.53%
mobile phone      10        2      12      31.58%
 gas/electric appliances 
turned off

       5        0        5      13.16%

house alarm set        4        0        4      10.53%
doors and windows 
locked

       6        0        6      15.79%

Q8

What are the 3 most 
important areas of 
service for You as a 
service user of Public 
Transport/?

 Hard copy

    Survey

 Online 

    Survey

  Total  Percentage        

       %

availability         11        11        22     57.89%
accessibility           9          8        17     44.74%
information           5          9        14     36.84%
signage        10          7        17     44.74%
 customer care          9          6        15     39.47%
recognised badge 
scheme

         5        10        15     39.47%

assistance          5          8        13     34.21%
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Q9

How helpful would you 
find a checklist to plan 
your journey from home 
to your destination?

 Hard copy

     Survey

Online 

   Survey

  Total  Percentage        

       %

 not helpful          0          3          3       7.89%
 fairly           3          3          6      15.79%
 helpful        12          6        18      47.37%
 extremely helpful          5          6        11      28.95%

Q10

What would encourage you 
to use Public Transport 
more regularly

Hard copy

    Survey

    Online 

    Survey

   Total    Percentage

        %

improved accessibility          11        11        22     18.42%
accessible and timely 
information

         3          0          3       7.89%

staff awareness of dementia/
hidden disabilities 

       14          7        21     55.26 %

accessible signage for key 
services

         2          3          5     13.89%

designated quiet areas           2          1          3       7.89%
help booking tickets where 
required

         3          0          3       7.89%

designated member of staff 
who can help if things go 
wrong

         7          1          8      18.42%

volunteers providing help and 
support

         2          1          3       7.89%

 other           0          1          1       2.63%
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12. �GRAPHS
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How regularly do you use Public Transport Don't Use Public Transport
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Q5. What is the Biggest Problem When 
Using Public Transport?

Cost No regular Service

Unhelpful Staff Concerns about Safety

Planning your Journey Navigating the Transport system/Hubs

Q6. How Do You Find Your Normal Travel 
Using Public Transport?

Easy Reasonable Difficult Impossible

Q7. When Planning your Journey, which of the following do 
you take into consideration?

Medication Appropriate clothing

Refreshments/Water Emergency Contact Details

Tickets/TravelPass Timetables

Info on Access to Toilets Glasses/Hearing Aids etc.

Keys Watch

Mobile Phone Gas/Electric Applicance Water turned off

House alarm Set Doors and windows locked
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Q8. What are the 3 most important areas 
of service, for you, as a Public Transport 

User?

Availability Accessibility
Information Signage
Customer Care Recognised Badge Scheme
Assistance

Q9. How Helpful Would You Find a 
Checklist to Plan Your Journey? 

Not helpful Fairly Helpful Extremely Helpful
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Q10. What Would Encourage You to Use 
Public Transport More?

Improved Accessibility
Accessible and timely information
Staff awareness of dementia and hidden disabilities
Accessible Signage for key services/facilities/support across the transport system
Designated Quiet Areas
Help booking tickets where required
Deignated member of staff who can help if things go wrong
volunteers providing help and support
other

Commented [RL1]: I can’t get into here to change it but 
Volunteers needs a capital V 

Commented [RL2R1]: Other needs a capital O 
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13. �Findings
From our interviews and surveys, we found that of the 38 participants who took 
part 94.74% had a hidden disability, with 44.74% stating that they had to have 
their carer travel with them.

The two biggest problems they found when using public transport were:

•	 unhelpful staff 
•	 navigating the transport system/hubs.

The 3 most important areas of service for the 38 participants as service users 
of public transport were:

•	 availability 
•	 accessibility 
•	 signage

When asked How do you find your normal travel using Public Transport from 
home to your regular destination? 

•	 60.53% found it difficult
•	 34.21% reasonable 
•	 5.26% found it impossible

14. �Interview Questions
To develop the question set for interviews we engaged with our peers to find 
out what is important to them when using public transport; what had been their 
experiences and what advice they could offer.

1.	 When organising a trip/day out using Public Transport, what does the Person 
living with dementia consider/organise before they travel?

2.	 What good/bad experiences has the Person living with dementia had when 
using Public Transport, where pre-planning would have helped manage the 
situation better?

3.	 In view of this experience, what would they change when planning a future 
trip?

4.	 What advice can they give to other People living with dementia to help them 
plan their journey, before/during/return?

5.	 How can Public Transport providers help a Person living with dementia/
Carer plan their journey to make it easier?



Page 23Thred in Liverpool

15. �Pointers /Quotes for Travelling Safely with a Person 
Living with Dementia

1.	 �We have difficulty with new environments so include the Person living with 
dementia in the planning/itinerary where possible

2.	 �It is better to travel in the early stages of the disease as we are less likely 
to become disoriented agitated or distressed in later stages

3.	 �Emergency plans in case Carer has an accident or takes ill
4.	 �Someone who requires help with bathing, dressing, or using the toilet will 

probably have significant trouble travelling even short distances
5.	 �Try a short trial run on similar transport to check the person living with 

dementia travel capacity, if intolerable maybe wise not to travel
6.	 �There are a number of things to watch out for, wanting to go home on 

short trips consistent disorientation confusion or agitation even in familiar 
settings

7.	 �People living with dementia should be getting use to wear medical ID 
bracelet/medal as soon as diagnosed better now than later stages, so use 
it it

8.	 �Ensure extra medication is packed in different bag in case luggage gets lost
9.	 �An emergency kit containing copies of important documents, contact 

numbers, medication, water, snacks, and a photograph with a brief history 
of Person living with dementia. 

10.	 �Have activities to do during and at destination of journey
11.	 �Do not drive alone with someone who is agitated for your own safety as 

well as yours
12.	 �Make sure the person does not get dehydrated or hungry and remember to 

make sure, person is wearing comfortable clothing and footwear
13.	 �Airports/train stations can be very confusing and stressful for us, so ensure 

who you are travelling with is aware of the Person living with dementia’s 
condition. 

14.	 �Try to avoid crowded busy loud places especially if the person is tired.
15.	 �Ensure your destination is a safe place, water temperature, mats remove 

all hazards beware in using a room with a balcony.
16.	 �Board planes early, get to the train station early and avoid stressful situations, 

if there is a platform alteration let the station staff know you’re there.
17.	 If Driving, use the child locks on the doors so the Person living with 

dementia does not try to get out while the car is moving
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18.	 Planning is the key to an enjoyable holiday or trip for Carer and Person 
living with dementia. If a Carer gets stressed, then the Person living with 
dementia will also get stressed.

19.	 Beware of evening confusion or Sundowning which affects some Person 
living with dementia.

20.	 Always Plan ahead. Don’t overload the Person living with dementia with 
a lot of directions and as we said before involving the People living with 
dementia in the planning stage if possible.

21.	 Learn to recognise the warning signs of anxiety and agitation and identify 
strategies to reduce them. Discuss this plan with the person living with 
dementia.

22.	 Try not to overload the person with a lot of directions or too much 
information.

Technology
Whilst using technology can be challenging for plwd, if the Person living with 
dementia can’t travel, technology can help them enjoy a significant event or 
visit with relatives. If there’s a family occasion, arrange video chats so they can 
view the ceremony and talk with relatives. That way they still get to participate 
in the celebration.

Delirium
Learn to recognise delirium (acute confusion) and know how to prevent it. 
Common causes in this situation are dehydration, alcohol, lack of oxygen and 
sleep or sensory overload

16. �Conclusions
Is it too much to ask that buses, trains, trams, taxis, maritime and aviation to 
be truly inclusive so that people affected by dementia can travel as easily and 
confidently as everyone else. 

While we are pleased that there has been leaps and bounds in the way people 
with physical disabilities are being accommodated by transport providers, the 
same cannot be said for those of us with a hidden disability. 

This is totally unacceptable in this day and age where everyone is supposed to be 
treated equal, regardless of race, creed, colour, gender, sexual orientation, disability.
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There are numerous transport assistance cards across the UK, it’s time to start 
standardising these schemes across the UK, as this could be one way to help 
improve peoples’ confidence when using public transport

Recent research thred CiC conducted across the Liverpool City Region indicate 
that carers of people living with dementia are critical to supporting family and 
friends to continue to get out and about using public transport. However, carers 
below state pension age bear a financial burden to continue to provide this 
support. Thred CiC will continue to campaign for carers of people living with 
dementia to have access to free passes.

17. Recommendations 
•	 Our results suggest that barriers should be addressed on two levels, service 

providers interventions and personal or community level interventions, in 
conjunction to try and maximise their effectiveness. 

•	 No one should be left behind in life just because transport is not accessible, 
and that includes staff being trained.

18. �Travel Checklist for using Public Transport
Do your research and find out who, what, where and how you access local 
transport services, including community transport services, local registered taxi 
companies and support helplines if things go wrong.

Understand your rights when travelling on the transport network and what 
support is available. If there are any issues, contact a member of transport 
staff, explain the problem, and ask for assistance. You may want to connect 
with your emergency contact too so they can offer advice or help speak with 
transport staff to resolve any issues. Many people living with dementia continue 
to travel independently and have a positive experience, but if you do need 
help more and more transport providers are working to improve customer 
service by training their staff on ‘hidden disabilities’ so there will be someone to 
assist. Thred CiC are continuing to work with many transport providers to help 
standardise this training so negative experiences on the transport network for 
people living with dementia are reduced.

If you are not happy with the service, you receive you should log a complaint 
to the transport provider you travelled with. This is important so they can 
understand the issues and resolve what they can, and to ensure they provide a 
better service in the future, for your peers.
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We recommend that you put together a travel planning notebook listing key 
local information for when you want to plan your journey. This could include:

•	 key telephone numbers of local transport providers
•	 websites link to gather information, book tickets and check for any 

cancellations before you travel
•	 support organisations operating on the transport network that are 

there to reassure or help if needed i.e., British Transport Police
•	 assisted travel links
•	 personal emergency contact number and secondary contact as a back 

up if you need it

Organising your travel
Four ways to organise and book your journeys.

1.	 Online
2.	 Phone
3.	 At a local transport hub
4.	 Have someone else help organise your journey

For driving
Check out Park and Ride options at transport hubs, rail/bus

Use Blue badge for disabled parking spaces

Blue Badge Scheme
The Blue Badge scheme helps those with severe mobility problems who 
have difficulty using public transport to park close to where they need to go. 
Government has changed the way of assessing who gets a Blue Badge to 
make the process clearer and align it with wider disability benefit reforms.

https://www.gov.uk/government/collections/blue-badge-scheme

https://www.gov.uk/apply-blue-badge
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19. �Pre-Planning Your Journey 
Organise a date and let someone know you are travelling, where and when you 
expect to arrive. Make arrangements for any pets to be cared for whilst you’re away. 

Essentials
•	 Booking your tickets/passes/lanyards/reserving seats–try and get a seat 

near the toilet/quiet area.
•	 Organising times to travel–avoid busy commuter times
•	 Ensure travel passes/tickets, passports, money, cash card, currency are 

together and accessible whilst travelling
•	 Book passenger assistance in advance of travelling
•	 Set alarm clock for next day
•	 Charge phone (bring charger if going away for a few days)
•	 Organise Emergency contact numbers card
•	 Collate local transport numbers–BTP, etc.
•	 Blue badge for car parking
•	 Check for cancellations on your route before and on the day, you are 

travelling

Preparing To Travel
•	 Organise a secure bag to take with you containing essentials from list above
•	 Check weather forecast and organise appropriate clothing to travel in
•	 Take medication with you in case of delays returning home
•	 Hearing aid/spare batteries, extra pair of glasses etc.
•	 Snacks/water/flask
•	 Wet wipes
•	 Book, paper, crossword/pen, spare paper
•	 Mobile phone and charger
•	 Torch
•	 Hand sanitiser
•	 Watch
•	 Check times to travel in case of cancellations or disruptions on network
Tip: If it’s a long journey, organise favourite music on iPad, tablet, phone.
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Leaving Your Home–give yourself plenty of time to make checks
Checklist before leaving for your journey

•	 Use the toilet before you leave the house 
•	 Ensure water, all electrical and gas equipment switched off
•	 Windows and back doors, out buildings are closed and locked
•	 If you have pets, ensure water/food left for them
•	 Check wallet/purse with money and tickets are in your coat/bag
•	 Glasses, hearing aid, dentures
•	 Check you’ve got house keys
•	 Set alarm 
•	 Lock door

20. �If something goes wrong when you’re travelling, 
refer to your emergency contact numbers.

Rail. Every train operator has an obligation to have an accessible transport 
policy to support disabled passengers, part of which is to provide passenger 
assistance.

Passenger assistance leaflet–find out what assistance is available at your 
locals and national rail stations. Pre-booked passenger assistance is always 
better if this can be arranged. It can give peace of mind and a staff member will 
guide and help you from arrival to boarding.

•	 They will help you locate your platform, get on board, and guide you to 
your seat. However, there is also a ‘turn up and go’ service that has to be 
available to disabled rail passengers at staffed stations. However, depending 
on demand this can be a little ad hoc, as regards waiting times.

Rail passenger assistance is mandatory, so when booking your tickets either 
online/phone or directly at the station, ask for passenger assistance. This will 
give the transport provider time to organise the availability of their staff to help. 
They will know who you are and will escort you to your train.

Things that have gone wrong and how to manage them
You’ve got on the wrong train and the ticket inspector asks you to get off.

Don’t do this. Show your lanyard/dementia identification pass and explain it’s 
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important that you reach your destination, and that someone will be expecting 
you. If there’s any confusion it’s best to sort it out when you’ve arrived, rather 
than be pushed into getting off the train.

Avoid busy periods when commuters will be travelling to/from work, and 
children and young people are travelling to/from school or university. School 
holidays and Bank Holidays tend to be busier on the public transport network.

Buses–There are many bus providers contracted to deliver services across 
different areas of the UK. These operators need to ensure that they recognise 
your needs and provide help to access and egress the bus. With the formation 
of new Mayoral City Region Areas there are developments regarding taking 
transport provision into public ownership. There is consultation planned in 2023 
across the Liverpool City Region to gather views on this important question.

Taxi–Always use bonafide taxi companies or Hackney cabs, who are licensed 
through your local authority. Taxi drivers’ licence photo & name ID should be 
displayed and visible within the taxi. If you experience poor service take time to 
report to your Local Authority licensing department. If your issue with a private 
taxi company highlight the issues so that services can improve. If you can 
organise a regular driver who knows you this is often the best option.

Lost Property Office. Rail and Bus companies operate a lost property office, 
but they are not always free to retrieve your item. There could be a charge 
for collecting your item. We know of occasions when a person is living with 
dementia have lost items and they have not charged for the service and staff 
have been more than happy to help. This will depend on individual transport 
providers/situations. If you realise you have lost an item, report it as soon as 
possible at the nearest rail/bus/coach/taxi hub.

Local Airport–All operate a passenger assist service, and it’s recommended to 
pre-book directly or through your travel agent.

21. �Twitter Session – Looking to make Public 
Transport better for people living with dementia

The following is the Twitter session that we at thredCiC did in line with this report:

Hello and welcome. This evening we will be looking to make Transport better 
for People/Person living with dementia (PLWD).

We would love to hear your experience, good or bad and share what works for 
you!
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We would like to hear what would make you use public transport more!

If you want to know the difficulties a person with dementia experiences when 
they use transport, ask a person with dementia and our family Carers.

Access to reliable, affordable, and safe transport is important for PLWD to 
maintain contact with friends and family and help prevent social isolation

Getting transport ‘right’ for PLWD brings with it many positives to wider society.

As increased numbers of people can travel to shop and spend so there is a 
benefit to businesses and the Economy.

‬People with dementia would still like to go out and spend money but they need 
transport to get there.

But they also need the reassurance that, journey will be as stress free as 
possible.

We at thredCiC have been working through our transport group with the various 
transport providers to address this situation. 

Our thredCiC group have carried out surveys and conducted personal 
interviews with PLWD and Carers across the whole of the UK.

When a PLWD has to stop driving it can be a major life event, bringing about 
loss of identity and for some the first tangible outcome of ageing.

For years the PLWD may have been the only person who drove, then suddenly 
you have PLWD, and their family Carer required to use public transport.

Which if you live in a town or city with good transport links may not be too bad, 
but if you live in rural areas can lead to social isolation.

Dementia is not a visible disability, and it may not be immediately apparent to 
those around the person that they have dementia, which can lead to problems 
when travelling.

At least a third of people with dementia lives on their own so it’s important that 
when they use transport it is a positive experience.

Do you know if you are travelling by air if you contact the airport, they have 
people that will assist you. Liverpool John Lennon Airport uses the butterfly 
scheme.

The good thing now is that airport security staff are being made aware of the 
problems a PLWD may have while travelling. Avoid scheduling flights that 
require tight connections.
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Make sure that all travel documents and identification are readily accessible. It 
may be helpful for the person to wear a document holder.

Likewise, if you are traveling by train you can ring up the train operator and 
request assistance. 

At most major rail stations, they have an assistance office where they can 
arrange to take or pick you up from your train coach.

We can prevent people from being isolated by the provision of a transport 
system that meets the needs of all.

Loneliness is a killer; we have carbon monoxide alarms in homes to detect the 
silent killer gas. We do not have alarms for the other killer, Loneliness. 

Local Government should encourage the pooling and sharing of resources to 
help fill gaps in local transport provision, working together with the voluntary 
sector.

People living with dementia access to healthcare must be improved by better 
linking of health and transport services. 

Public transport providers should design their services with older transport 
users and those with hidden disabilities in mind.

Public transport providers should be using technological improvements and 
customer insight to improve their experiences. 

There is a connection between travel and quality of life; when older people are 
unable to travel, it is often due to illness, low income, or isolation.

Evidence also shows that the journey itself, rather than the end result, can be 
beneficial to wellbeing.

Travelling, importantly as part of the general public rather than separately, can 
reduce isolation and increase opportunities for interaction.

It is beneficial for wellbeing to have the opportunity to travel when you want to, 
rather than simply when you need to.

Good transport is important for everyone, and as the proportion of older people 
in our population continues to increase.

But this transport must not be exclusive to the young or the able-bodied. 
Transport can be difficult for PLWD to navigate alone. 

Travellers with dementia may have difficulty with routes, dealing with money, or 
interacting with other passengers.



Page 32Thred in Liverpool

Many transports operators/local authorities issue transport assistance cards, which record 
details of the needs of individuals. 

You show the card privately to the driver or other travel staff as a means of 
asking for extra assistance.

The trouble is there is no standard card across transport operators or across 
local authorities.

Yet, journeys may combine using different forms of public transport across two 
or more local authority areas. 

‬ Standardisation and promotion of card schemes could improve many people’s 
confidence when using public transport.

This could avoid the need to carry a range of assistance cards for different 
types of transport and different areas. 

The importance of a good reliable transport cannot be overstated in helping 
maintain the health of PLWD and their family Carers

If you want to know the difficulties a person with dementia experiences when 
they use transport, ask a person with dementia and our family Carers.

It’s important that transport staff understand the symptoms of some forms of 
dementia. They don’t mistake some symptoms such as confusion and agitation 
as being due to alcohol use.

Every train operating company has to have a Disabled People’s Protection 
Policy which has to be updated yearly and available for the public to see.

We have difficulty with new environments so include the Person living with 
dementia in the planning/itinerary where possible

It is better to travel in the early stages of the disease as we are less likely to 
become disoriented agitated or distressed as we are in later stages

It is important to have Emergency plans in case the Carer has an Accident or 
takes ill during the journey.

Someone who requires help with bathing, dressing, or using the toilet will 
probably have significant trouble travelling even short distances.

Take medications that help manage stomach upsets, diarrhoea, urinary tract 
infections or other temporary problems caused by changes in environment and food.

If driving with a Person living with dementia, the child locks on the doors so the 
Person does not try to get out while the car is moving.
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Research offers hope. We need to be researching ways to ensure that PLWD 
and their carers are able to live their lives to the best of their abilities. 

No one should be left behind in life just because transport is not accessible, 
and that includes staff being trained.

‬All airports have disabled persons policies so just contact them. I would 
recommend getting a letter from your doctor outlining the problems you have, 
very useful especially at security checks.

Travelling can be stress free if you inform the operators you are travelling with 
beforehand, they really will go out of their way to help you.

Always Plan ahead. Don’t overload the PLWD with a lot of directions and as we 
said before, always involve the PLWD in the planning stages where possible.

Always have a backup plan in case your trip needs to change unexpectedly.

Safety must always be the top priority, both for PLWD and the carer. 

Headphones can be used to replace alarming or distracting noises, with music 
or radio shows that are familiar and comforting.

It’s a good idea to contact your accommodation provider ahead of your trip to 
let them know there will be someone with dementia in your party.

Traveling with someone with dementia is tough, even for an experienced carer.

The most useful quality in a travelling companion is the ability to stay calm 
under all circumstances.

Travelling with a PLWD is not the time to take the scenic route or even the 
cheapest route with more layovers and connections, aim for the most direct 
route, limiting layovers 

Travel can be stressful, and a good amount of patience is required when 
traveling with someone who has dementia. So, if possible, travel with two 
caregivers.

Where possible have the person with dementia wear an identification bracelet 
with your contact information. That way if you do become separated if they are 
prone to wander, you can be reunited easier.
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23. �Appendices 

Train Company contact details
You can request an assistance booking and get additional information directly from the train 
company by using the relevant contact numbers below:

Train Company Access Information Online Telephone Textphone/
Typetalk

Trainline https://www.thetrainline.com/ 

National Rail https://www.nationalrail.co.uk/ 

National

Express

Coaches

https://www.nationalexpress.com/en 

Avanti West 
Coast

Avanti West Coast Access Information 08000 158 
123

08000 
158 124 
(Textphone)

c2c c2c Access Information 0345 744 
4422

03457 
444422 
(Textphone 
compatible 
with Ultratec 
Minicom 
6000)
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Caledonian 
Sleeper

Caledonian Sleeper Access Information 0330 060 
0500

1 800 103 
300 600 500 
(text relay 
service)

Chiltern 
Railways

Chiltern Railways Access Information 03456 005 
165

08457 
078 051 
(Textphone)

CrossCountry CrossCountry Access Information 0800 030 
9224

0800 030 
9230 
(Textphone)

East Midlands 
Railway

East Midlands Railway Access Information 03457 125 
678

03457 
078 051 
(Textphone)

Gatwick Express Gatwick Express Access Information 0800 138 
1016

0800 138 
1018 
(Textphone)

Grand Central Grand Central Access Information 0344 811 
0072

0344 556 
1400 
(Textphone)

Great Northern Great Northern Access Information 0800 058 
2844

0800 975 
1052 
(Textphone)

GWR GWR Access Information 08001 971 
329

18001 0800 
197 1329 
(Textphone)

Greater Anglia Greater Anglia Access Information 08000 282 
878

18001 08000 
282878 (text 
relay service)

Hull Trains Hull Trains Access Information 0800 316 
1323

18001 0800 
316 1323 
(Textphone)

Island Line Island Line Access Information 0800 528 
2100

0800 692 
0792 
(Textphone)
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LNER LNER Access Information 03457 225 
225

18001 03457 
225 225 
(Text relay 
service)

London 
Northwestern 
Railway

London Northwestern Railway Access 
Information

0800 024 
8997

18001 
0800 024 
8997 (Next 
Generation 
Text)

London 
Overground

London Overground Access Information 0343 222 
1234

020 3031 
9331 
(Textphone)

Lumo Lumo Access Information 0800 031 
8542

18001 0800 
031 8452 
(Textphone)

Northern Northern Access Information 0800 138 
5560

18001 0800 
138 5560 
(Text relay 
service)

ScotRail ScotRail Access Information 0800 138 
5560

18001 0800 
138 5560 
(Text relay 
service)

Southeastern Southeastern Access Information 08007 834 
524

08007 
834 548 
(Textphone)

Southwestern 
Railway

Southwestern Railway Access Information 0800 528 
2100

18001 0800 
52 82 100

Southern Southern Access Information 0800 138 
1016

0800 138 
1018 
(Textphone)

Thameslink Thameslink Access Information 0800 058 
2844

0800 975 
1052 
(Textphone)
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TfL Rail TfL Rail Access Information 0343 222 
3456

0800 112 
3456 
(Textphone)

TransPennine 
Express

TransPennine Express Access Information 0800 107 
2149

18001 0800 
107 2149 
(Textphone)

Transport for 
Wales

Transport for Wales Access Information 03330 050 
501

08457 
585 469 
(Textphone)

West Midlands 
Railway

West Midlands Railway Access 
Information

0800 024 
8998

18001 
0800 024 
8998 (Next 
Generation 
Text)
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Dementia 
Enquirers
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