‘INSPIRING HEARTS,
ENGAGING MINDS’
(IHEM) PILOT
PROGRAMME

Authors
Sue McGrath & Sonali Kumarakulasinghe
The Muscle Help Foundation
2015-2018

IHEM-Evaluation-Summary-Report_Brand Compliant.indd 1

29/09/2020 06:59:08

2
IHEM-Evaluation-Summary-Report_Brand Compliant.indd 2

‘Inspiring Hearts, Engaging Minds’ (IHEM) Pilot Programme
29/09/2020 06:59:09

CONTENTS
SECTION ONE - IMPACT EVALUATION REPORT.............................................................................................7
INTRODUCTION.................................................................................................................................................................8
1. CONFIDENCE.........................................................................................................................................................13
2. COMMUNICATION..............................................................................................................................................16
3. NETWORKING......................................................................................................................................................17
KEY EVALUATION LEARNINGS.................................................................................................................................18
Participants.................................................................................................................................................................18
Improvements............................................................................................................................................................18
Carers.............................................................................................................................................................................18
Company Representatives...................................................................................................................................18
Improvements............................................................................................................................................................19
CONCLUDING REMARKS....................................................................................................................................20
SECTION TWO - THE MANUAL.................................................................................................................................23
1.

Introduction ......................................................................................................................................................25

		

1.1 The Muscle Help Foundation (MHF ‘the charity’).......................................................................25

		

1.2 Vision, Mission & Values.........................................................................................................................25
1.3. Definitions....................................................................................................................................................26

2.

IHEM Programme Submission .................................................................................................................27

		

2.1 Identifying Need and Background....................................................................................................27

		

2.2. Key Goals and Objectives of the IHEM programme For employers:.............................28

		

2.3 Submission to Big Lottery ..................................................................................................................28

		

2.4. Funding........................................................................................................................................................29

3.
		

IHEM Programme Initiation.........................................................................................................................31
3.1. Brainstorming Workshops...................................................................................................................31

3.2. Securing MHF Core Team............................................................................................................................32
4.

Collaborators and Institutions............................................................................................................................33

5.

IHEM Programme Design & Development .................................................................................................35
5.1. Project Management.......................................................................................................................................35
5.2. Evaluation criteria with UH.........................................................................................................................35

‘Inspiring Hearts, Engaging Minds’ (IHEM) Pilot Programme
IHEM-Evaluation-Summary-Report_Brand Compliant.indd 3

3
29/09/2020 06:59:09

		

5.3. Securing Facilitators..............................................................................................................................35

		

5.4 Securing Business ..................................................................................................................................36

		

5.5 Charity Governance................................................................................................................................36

		

5.6 Venue/Logistics........................................................................................................................................37

		

5.7 Securing Participants.............................................................................................................................37
5.8 Profile of Participants............................................................................................................................37

6.

IHEM Programme Delivery ........................................................................................................................39

7.

Work Placement Design & Development ...........................................................................................41

		

7.1 Matching participants to businesses................................................................................................41

		

7.2 Business engagement............................................................................................................................41

		

7.3 Key organisational roles........................................................................................................................42

		

7.4 Work placement design........................................................................................................................42

		

7.5 Buddy Role..................................................................................................................................................43

		

7.6 CV development.......................................................................................................................................43

		

7.7 Filming...........................................................................................................................................................43

8.

Work Placement Delivery............................................................................................................................45

		

8.1 Participant A - Airbus.............................................................................................................................45

		

8.2 Participant B – SM2 Communicate and Herts Chamber of Commerce........................45

		

8.3 Participant C - Computacenter.........................................................................................................46

		

8.4 Participant D - no placement.............................................................................................................46

		

8.5 Participant E - GSK (GlaxoSmithKline plc)..................................................................................46

9. IHEM Feedback Day..........................................................................................................................................47
		

9.1 Objectives.....................................................................................................................................................47

		

9.2 Session outline & attendees................................................................................................................47

		

9.3 Feedback from businesses..................................................................................................................49

		

9.4 Participants CVs post-work placement........................................................................................49

10. Post-IHEM Interviews.....................................................................................................................................51
11.

Observations......................................................................................................................................................53

		

11.1 Participants/carers...................................................................................................................................53

		

11.2 Businesses...................................................................................................................................................54

4
IHEM-Evaluation-Summary-Report_Brand Compliant.indd 4

‘Inspiring Hearts, Engaging Minds’ (IHEM) Pilot Programme
29/09/2020 06:59:09

		

11.3 Charity resources.....................................................................................................................................54

12. Acknowledgements..........................................................................................................................................57
APPENDICES.......................................................................................................................................................................59
Appendix 1 MHF Schedule of Meetings + IHEM Flowchart.................................................................61
Appendix 2..................................................................................................................................................................65
		

Section 1. About the ‘Inspiring Hearts, Engaging Minds’ Programme...................................65

		

Section 2. Evaluation of ‘Inspiring Hearts, Engaging Minds’......................................................68

		

Contact Details.................................................................................................................................................70

		

Appendix 3.........................................................................................................................................................71

		

Section 1. About the ‘Inspiring Hearts, Engaging Minds’ Programme...................................71

		

Section 2. Evaluation of Inspiring Hearts, Engaging Minds........................................................74

		

CONTACT DETAILS........................................................................................................................................78

Appendix 4 ................................................................................................................................................................81
Appendix 5..................................................................................................................................................................83
Appendix 6 ................................................................................................................................................................85
Appendix 7 .................................................................................................................................................................91
Appendix 8..................................................................................................................................................................95
Appendix 9..................................................................................................................................................................97
Appendix 10................................................................................................................................................................101
		

REASONABLE ADJUSTMENTS................................................................................................................101

		

THIS INCLUDES................................................................................................................................................101

		

HELP & ADVICE...............................................................................................................................................101

		

DOC SOURCE...................................................................................................................................................101

		

FOR EXAMPLE.................................................................................................................................................103

		

FURTHER USEFUL INFORMATION........................................................................................................109

‘Inspiring Hearts, Engaging Minds’ (IHEM) Pilot Programme
IHEM-Evaluation-Summary-Report_Brand Compliant.indd 5

5
29/09/2020 06:59:09

IHEM-Evaluation-Summary-Report_Brand Compliant.indd 6

29/09/2020 06:59:11

SECTION ONE
IMPACT EVALUATION
REPORT
Authors
Dr Sarah Jane Besser
Dr David Wellsted
Dr Silvana Mengoni
Centre for Health Services and Clinical Research
University of Hertfordshire

IHEM-Evaluation-Summary-Report_Brand Compliant.indd 7

29/09/2020 06:59:12

INTRODUCTION
The Muscle Help Foundation (MHF) is a family run charity with a vision to promote hope, inspiration and
empowerment to individuals with Muscular Dystrophy (MD) and their families. Through working closely
with this population, the charity found that many young adults with the condition were not in work or
other purposeful activities following completion of higher education.
This is an evaluation of the Inspiring Hearts Engaging Minds Programme (‘IHEM’).
IHEM was a pilot programme, developed for young adults with Muscular Dystrophy which consisted of
three main components:
(1) Two day event with sessions to prepare participants for the workplace
(2) Work placements at 5 companies based in Hertfordshire and London
(3) Feedback event for all participants
IHEM was developed and delivered by the Muscle Help Foundation (MHF) (‘the charity’) in collaboration
with several facilitators. Full programme details are provided in the IHEM programme manual (Muscle Help
Foundation 2018). In summary, participants with MD were invited to attend a two-day event. This was a
residential weekend to take part in a number of planned activities, with an aim to enhance skills needed for
the workplace. Sessions included: networking, communication, goal-setting, employability skills,
self-esteem building, motivation and preparing for the possibility of a work placement. Representatives
from six companies were present to contribute to this event, with presentations to provide a real picture of
the working environment.
The programme overall aim was ‘to support participants to give a voice to their work/ employment
aspirations and includes engaging employers, and those involved in working with employers, to maximise
learning.’ (Muscle Help Foundation, 2018, p5)
Specifically, there were 3 key objectives to the two-day programme – to develop the following:
(1) confidence
(2) communication
(3) networking
The programme grew and evolved as time progressed to meet the needs of the participants in their
journey to prepare for the world of work, and IHEM programme development continued beyond the
two-day event. The main development was to include the offer of a work placement at a company for
each participant.
The Charity extended the programme to include several further additional components that were not part
of the original plan, including: social contracts, support with CV writing and a workplace buddy to assist
participants constantly throughout their work placement.
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In addition, the charity identified a need to ensure that the companies offering placements to this
population were able to provide enough support and a suitable working environment. The charity
provided information to companies about MD, as well as disability etiquette training.
A further addition to the programme was a closing feedback event where all participants, with their
carers and company representatives, were able to get together, share experiences and celebrate their
achievements.

KEY
The Charity			

The Muscle Help Foundation

Participant			

Young People with Muscular Dystrophy or allied neuromuscular conditions

Carer				

Parent or carer of participant

Company Representatives

Workplace buddies, line managers or Sponsors from each company
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FLOWCHART FOR IHEM PROGRAMME AND EVALUATION
Proposal Development for Funding

ê
Proposal submitted to Big lottery

Programme Initiation
Q3 2015 – Q3 2016

ê
Funding awarded

ê
Consultation with stakeholders to determine objectives & logistics

ê
IHEM development & design (MHF)

ê
IHEM scheduling & Project Management

ê
Programme Development Evaluation design by MHF & University of Hertfordshire (UoH)
Q4 2016 –Q1 2017
ê
Business engagement activities

ê
Collaboration & training with programme facilitators to finalise 2-day
programme content

ê
Delivery of two day event for young people, their carers & businesses (MHF)

ê
Work placement design & materials development (MHF)

ê
Programme Delivery
Q1 2017 –Q3 2017

Interviews & matching young people to suitable work placements (MHF)

ê
Meetings with businesses to identify roles & match young people based on
preferences, skills & interests

ê
Work placement delivery at business offices

ê
Support & education for businesses on engaging young people with muscle
disease in the workplace (MHF)

ê
Pre-programme evaluation with participants, carers & businesses (UoH)

ê
End of two day event Level 1 evaluation (UoH)
Programme Evaluation
Q1 2017 – Q1 2019

ê
Post-work placement event evaluation with participants, carers & businesses
(UoH)

ê
Delivery of wash up event - participants, carers & businesses (MHF & UoH)

ê
MHF Core team post-programme input to UoH Evaluation team

ê
Production of evaluation findings (UoH)

ê
Dissemination and
next steps

Plan to communicate findings with stakeholders, including sharing learnings,
best practice & next steps (UoH & MHF)
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METHODS
The evaluation used a mixed-methods design, with interviews/questionnaires before and after the two
day-programme, and further interviews after the work placements. Data were collected from all groups
involved: participants, carers and company representatives. Feedback forms were also collected from
participants and carers at the two-day event, to collect a rating for each of the sessions attended.

SUMMARY FINDINGS
Four out of five participants successfully initiated and completed work placements. One participant was
unable to undertake a work placement due to ill health. In this section, findings from the three key target
objectives are presented in relation to participants: confidence, communication and networking.

Figure 1. Participant ratings of networking, communication and confidence at one-year follow-up

Note: The question was on a scale of 1-5 (with ‘5’ being a great deal and ‘0’ being not at all), please rate
whether or not you feel your skills in any/all of the following areas below have increased since the IHEM
pilot programme? A higher score indicates a better rating.
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Figure 2. Ratings of each IHEM programme session by participants and their carers

Note: A higher score indicates a better rating, where 1 was poor and 5 was excellent.
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1. CONFIDENCE
Confidence was a key target of IHEM, with an aim to give the young people with muscular dystrophy
an increased level of self-esteem. Participants were asked to rate the degree to which they agreed with
statements such as ‘I feel that I am a person of worth, or at least on an equal plane with others’ and ‘at
times I certainly feel useless.’
Rosenberg’s self-esteem scale showed dramatic improvements over the course of the programme. The
questionnaire data shows that after the programme, that participants were more able to appreciate their
own abilities, with a greater sense of self-worth (see Figure 3). The biggest difference is observed between
baseline at T2 which was after the two-day event, which indicates that the event itself had a large impact
on self-esteem.

Figure 3. Average (mean) ratings of self-esteem at each time point

Note: A higher score indicates higher self-esteem
Caution: While the data from these individual participants is very promising, the number of participants is
not large enough to determine whether the score differences are statistically significant. A larger sample
size would be required. Data for participant 2 is missing at T2 and T3, the participant did not take part due
to ill health.
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Figure 4. Self-esteem scores by participant

When looking at self-esteem scores for each individual (Figure 4), it is noteworthy that for most
participants the self-esteem scores increased across time, with the largest increase between T1 and
T2. However, for 1 participant, their confidence had increased during after the two-day event, but then
reduced by T3 (post-programme).
Improved confidence was emphasised by all participants as a clear benefit of IHEM during interviews
following the work placements, where they reported having enhanced confidence. Confidence was
discussed in relation to several domains following the programme:
(1) increased understanding of capabilities
(2) feeling valued and pleased with their achievements
(3) confidence to communicate with others
One participant discussed their observation (when meeting the other participants following the work
placements) that all the participants who had work placements ‘grew in confidence immensely.’
One participant said that feeling more confident was the main highlight of the programme one year after
the programme was complete, and another shared that gaining confidence in problem-solving was the
most important benefit.

14
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In post-programme interviews with participants, they spoke about greater self-efficacy and faith in their
own ability as a result of their participation. They also reported a better understanding, following the
programme, of what they want to do and of their capabilities. One participant said it had changed his
plans around what he wanted to do in the future in terms of career plans, and another discussed feeling
proud of himself for his achievements in the work placement.
Many participants spoke about enjoying the opportunity to show others what they were capable of, and
particularly to give companies an understanding that people with disabilities are able to do just as well,
if not better than others with no disability. One participant discussed that they felt the business got even
more out of the programme than them in terms of learning.
‘So I think…I take away that, even though a person is in a wheelchair, they have …it doesn’t mean that they
can’t really do the same or even better than anyone else’ (participant).
Participants discussed feeling pleased to know that their colleagues valued the work undertaken. One
discussed how the team were amazed with his high level of commitment to undertaking research into
Brexit, which was of great value to the company. The participants said that knowing their employers
valued their work felt good as it was fulfilling. One participant said they surprised themselves with their
level of commitment to the work tasks they were given, and another said they valued the trust the
company put in them to undertake the task.
The sense of increased confidence was also corroborated by carers and company representatives during
their interviews. Two carers spoke about increased confidence. They spoke about the participant being
more assertive, delivering presentations, and being more socially confident in conversation. One carer
noted that staff from the participant’s youth group had noticed changes about him.
‘He is more confident in terms of getting on, and doing things. Before you used to have to kind of say, ‘Did
you reply to that email? Have you replied to that email?’. Whereas now I’ll say to him, ‘Did you reply to so
and so?’ and usually I know that he hasn’t, and I’m just reminding him. And he’ll say, ‘I’ve done it. I’ve done
it,’ and he has.’ (carer).
One young person said that many friends had commented on his increased confidence. At the final followup, one participant described an enhanced sense of confidence and connection with others.
‘I have developed my confidence i.e. to speak to [PERSON NAME] whom I knew but had not spoken to
before… I was able to connect and talk a lot more’

‘Inspiring Hearts, Engaging Minds’ (IHEM) Pilot Programme
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2. COMMUNICATION
Questionnaires from the two-day event showed that the ‘power to communicate’ session was rated
highest of all sessions by the participants (see Figure 5 below).

Figure 5. Participant ratings of ‘power to communicate’ session from the two-day event.

When interviewed after the two-day event, some participants and carers discussed communication skills
as one of the most useful skills developed. Improvements in communication following work placements
were largely around enhanced confidence to talk to others following the work placements. Some
participants discussed how talking to others more had helped their confidence.
Specific communication skills of the participants were commented on by carers. One carer discussed the
new skills of doing a presentation in front of others, which was a new experience to the young person at
the feedback event.
‘People were saying he seemed more…and the fact that he did a presentation of sorts, which he would
never have done, would never have even sat in front of people, or anything like that’ (carer)
One of the companies commented that they would be very happy to participate in the programme again
because it was so well run, and that constant communication with the charity throughout helped this to be
a success.
While some communication improvements were noted after the work placements, though this was spoken
about much less frequently than confidence and communication.
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3. NETWORKING
When interviewed prior to the event, most participants discussed networking as an opportunity they were
looking forward to. After the two-day event, the majority of participants rated this session as excellent
(Figure 6).

Figure 6. Participant ratings of the value of the networking session

The interview data shows that the networking training session stood out as particularly useful. All
participants said they developed skills in networking at the two-day event, which were extremely useful
going forward into their work placements.
One participant discussed how networking was the most important part of what he did.
One participant discussed how, since the programme, they have their own business cards printed to
facilitate networking.
‘I think stuff like just meeting people, networking and building my contacts, and my networks really did
benefit me’ (Participant)
After the programme ended, it is clear that skills in networking were highly valued by participants, with
many discussing that they have continued to use these skills beyond the end of the programme.
All participants have kept in touch with someone they met during the programme, showing a lasting
impact of networking.
One participant described feeling better able to connect with others, and one discussed that the skill
benefited him beyond completion of the programme and continued to develop, as he has since continued
to stay in touch with people from the programme and the company.
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KEY EVALUATION
LEARNINGS
Participants
Participants have shown improvements in the 3 key areas investigated, particularly confidence and
networking. Connection with others has been reported as a key component which has led to these
improvements.

Improvements
•

Participants would have liked a longer duration of work placement

•

Charity could speak to participants well in advance to gain understanding of their needs/
adjustments required for the two-day event.

•

For some, their jobs mainly revolved around shadowing colleagues, and they would like to
have been able to do more.

Carers
Carers noticed positive changes in the participants in relation to the skills they developed. For carers, the
main challenge was around the logistics of transport issues, in terms of getting the participant to and from
the workplace office. They did not expect that they would need to drop the participant to the workplace.
For some carers this was addressed by the carer taking the participant to work and then waiting on site
for them to finish.

Company Representatives
For most companies, this was the first time they employed an individual with a severe disability. Company
representatives reported many benefits to participation, which were: Raised awareness of disability, a
new way of thinking about disability, improved company status and a positive impact on co-workers.
One discussed that the programme raised awareness that it is not difficult to support an individual with a
disability in the workplace.
Challenges

•

Ability to provide a working environment with equipment and projects

•

Wheelchair, access to department on second floor, and ease of use of disabled toilets

•

Time to support work placement set up, e.g. introducing participant to the workplace, setting
guidelines for the expected output

•

The time the young person was able to give to the work placement was not enough to ‘give
him experience at a deliverable task

•

[Participant Name Removed] highlighted how narrow the lifts were in the central office
building

•

While all companies said they had adequate disability policies and procedures in place, some
discussed room for improvement in policies with regards the office building infrastructure and
health and safety (evacuation plans)

18
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Improvements
•

More lead time to fully plan and prepare for the work placement, and more information
regarding suitable types of placement/work

•

Getting around site was not entirely straightforward e.g. automatic doors would have allowed
for much more independent movement

•

To have clearer outcomes for both the person going through the programme and also the
company. Clear expectations on the amount of time required to go through this programme

‘Inspiring Hearts, Engaging Minds’ (IHEM) Pilot Programme
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CONCLUDING REMARKS
Overall, the evaluation data shows many benefits for the participants, in an opportunity to develop and
apply skills for the world of work. Despite the logical challenges of transport and getting to the workplace,
the data from all 4 participants who completed the programme shows that there were
many improvements.

•

The IHEM programme has clearly shown to be successful in terms of skill improvement for
participants. There was an increase in confidence for participants, which was maintained at
one-year follow-up post-programme.

•

The other clear impact of the programme was the companies who hosted the work
placements, where they learned about the benefits and challenges of employing an individual
with a disability.

At the two-day event, the participants were guided to develop the key skills needed to successfully
navigate the workplace, and both participants and their carers rated the value of the programme sessions
highly.
After the programme was completed, all groups of participants were extremely positive about the
IHEM programme and what they had gained from it. Many participants discussed how the programme
broadened their skills and experiences.

•

There is clear evidence that the programme met its targets of enhancing confidence and
networking skills for all participants. The ‘power to communicate’ session was rated as
excellent in the majority of cases, and there is evidence from some participants that the
programme was able to improve communication skills, although this was not discussed as
frequently and consistently by participants, as were skills in confidence and networking.

•

In addition to the benefits for the participants, a key area of impact from this programme
was that companies found that it was possible to offer work placements to individuals with
severe levels of disability.

•

Furthermore, there is evidence that the companies recognised the value of having a disabled
person working with them.

•

Most strikingly, the companies discussed how the programme led them to new ways of
thinking, and enabled knowledge and insight into the value and the challenges of employing
a young person with a disability.

•

The company representatives were very pleased with the work undertaken by the
participants during their work placements. It is noteworthy that one company believed that
such employment was easier than they thought it would be.

The main improvements suggested relate to programme setup time, and particularly the work placements.
Each party involved should be given ample notice of programme/work placement dates in future, to
ensure that each party has time to prepare for their involvement in the programme.

20
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For example, participants and carers need to know well in advance of overnight stays so that they can
ensure appropriate facilities are in place. With more notice, companies could ensure that they have fully
planned the work placement activities and any additional permissions which might be required.
An evaluation with a larger sample size would be required to more fully understand the benefits of the
programme. All participants were left feeling ready to seek further work opportunities by the end of the
programme.

•

The charity played a pivotal role in enabling the programme to be successfully delivered
both in organising the two-day event, and activities beyond the event to set up the work
placements.

•

The data at one-year follow-up suggests that the programme has made a lasting impact on
confidence, communication and networking, and overall what seems to have been crucial to
participants was the opportunity to connect with others.

•

The long-term improvements demonstrated in this evaluation make a strong case that it is
worthwhile to continue to develop this programme for use with other participants in future.
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1. INTRODUCTION
1.1 The Muscle Help Foundation (MHF ‘the charity’)
The Muscle Help Foundation is a small, multi-award winning, national family charity founded in March
2003; the charity is based in Hertfordshire. The charity delivers its core objects through Muscle Dream
programmes and unique (singular) Muscle Dream experiences in the UK for children and young people
(aged 8-28yrs) with Muscular Dystrophy and allied neuromuscular conditions.
MHF’s point of difference is that each Muscle Dream is personally hosted by the CEO, charity founder
Michael McGrath who himself has Muscular Dystrophy [MD], along with his wife/carer Sue McGrath (MHF
Trustee & Charity Secretary) who co-hosts each experience together with a dedicated team of Volunteer
Hosts. Michael McGrath is an inspirational public figure and role model who has led a full life, despite his
disability. The Muscle Dream experience always ensures the focus is on the young person but also includes
other family members.
MHF has a vision of delivering 657 Muscle Dreams, one for each muscle in the human body. Each
beneficiary who has received a Muscle Dream becomes part of the Muscle Warrior’ tribe, a unique shared
spirit ethos, that gives the charity a powerful point of difference, aligned to its ‘Stronger Together’ credo.
MHF has a distinctive Muscle Warrior salute that all who are touched by the impact of the charity embrace
– this salute is a visible symbol of hope, courage, strength and unity.

1.2 Vision, Mission & Values
The charity has a clearly articulated Vision, Mission and Values.

Vision
To offer hope, inspiration and empowerment to all children, young people and their families in the UK who
are suffering from the muscle wasting disease Muscular Dystrophy and allied neuromuscular conditions.

Mission
The Muscle Help Foundation brings together children, young people and their families, creating
communities through transformational events, networks and activities. Through Muscle Dreams and by
bringing beneficiaries and families together, we aim to help fulfil their potential, giving them a sense of
purpose and hope for the future.

Values
Integrity – we are committed to everything we do.
Trust – we work together like a family with openness and trust.
Empowerment – we empower others.
Respect – we respect differences.
Dynamic – we continuously strive for improvements in all that we do.

‘Inspiring Hearts, Engaging Minds’ (IHEM) Pilot Programme
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1.3. Definitions
MD: Muscular Dystrophy, a degenerative muscle wasting disease
IHEM: the two-day Programme, the work placements, and the Feedback day
Programme: the two-day Programme delivered in March 2017
Work placement: the supported work placements in the summer of 2017
Feedback Day: the half-day follow-up to the programme & work placements in October 2017
Post-feedback: the evaluation questions sent to participants to include in the University of Hertfordshire
evaluation
UH: University of Hertfordshire Centre for Lifespan & Chronic Illness Research [CLiCIR]

26
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2. IHEM PROGRAMME
SUBMISSION
2.1 Identifying Need and Background
Through talking to Muscle Warrior beneficiaries and their families it became clear that the potential of
young people with Muscular Dystrophy, following education, is often not realised. The aim of this pilot
Programme is to enable these young people [age 18+] with Muscular Dystrophy and allied neuro muscular
conditions to realise that potential.
MHF identified a need for this programme through its core work of delivering Muscle Dreams and speaking
to both parents and beneficiaries.  Young MD sufferers attend school, college and university like any other
young students and often obtain academic qualifications.
Feedback from families indicates that the qualifications and skills obtained are often not utilised as the
young students remain back home with no hope of engaging in purposeful activity, whether through
community work, volunteering or paid work and a career. This is often due to the complexity of the
condition, care needs, logistics as well as financial impact and complications regarding benefits. The
feedback from families to the charity was that there was little, or in many cases, no employment
opportunities for those individuals with life limiting conditions and specialist care needs.

2.2. Key Goals and Objectives of the IHEM programme
This Programme was identified to articulate the barriers to accessing Education, Employment and Training
activities by those with life limiting conditions who need specialist care support, that have traditionally
found accessing work difficult.
The Programme aimed to support participants to give a voice to their work/ employment aspirations and
includes engaging employers, and those involved in working with employers, to maximise learning. There
were 3 key objectives to the two-day programme, to further develop skills needed for the world of work:

•

Confidence

•

Communication

•

Networking

The success criteria were:

For participants:
For the young people, the impact of the programme should lead to increased optimism about the future,
improved self-esteem and improved readiness for employment, should they so choose this, an option
currently denied them.

For families/carers:
For families and carers, the programme was to provide an insight into opportunities for the young people
in the world of work, education and training. It was also an opportunity for families and carers to share
experiences, consider their own well-being, and identify how they could support their children in realising
their potential. To obtain buy-in from the families was critical to the success of the programme.
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For employers:
The programme has wider relevance for the role of disability in the workplace. This evaluative project
hopes to analyse some of the key misconception’s employers may have about those with disability and
some of the practical challenges facing employers. Employers were provided with information on the
Disability Confident scheme, with a view to potentially reducing fears about working with individuals with
life-limiting conditions.

For educational institutions:
This evaluative project aims to identify the strengths and weaknesses of the Inspiring Hearts and Engaging
Minds programme in order to inform future research and those hoping to undertake a purposeful activity
programme or placement.

For the disability community:
Finally, the charity hopes that a positive outcome for this pilot programme may lead to a recurring
programme (subject to appropriate funding) for individuals with MD.
This programme and subsequent research holds a great deal of potential relevance and impact for
individuals with Muscular Dystrophy. This is an under researched area, with the potential to improve the
Quality of Life for this population of individuals.

2.3 Submission to Big Lottery
The submission to the Big Lottery was for £50k of which £10K was allocated to this pilot project. The
remaining £40K was allocated to Muscle Dreams.
After several years of feedback from the charity’s beneficiary community, the CEO made a submission to
the Big Lottery for £10K funding to provide a two-day pilot programme involving 5 past Muscle Dream
beneficiaries (young adults). The submission was then assessed by the Big Lottery and was shortlisted for
the public to vote via People Projects across our region in partnership with ITV. The charity was successful
and awarded the funding.
Many of the charity’s past beneficiary community are Duchenne sufferers which is the most aggressive
form of MD and life limiting. Due to the complex care needs required and restricted mobility, the individual
often becomes isolated and loses touch with wider society and opportunities in the world of work. This
makes it very difficult for family carers and the individual to consider engagement with the community
through paid or voluntary work.
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CEO Statement on helping to establish employment pathways:

“Beyond delivering Muscle Dreams, we are looking to widen our provision of life experiences for young
people with MD.
To this end, we wish to use part of the funding to provide opportunities for beneficiaries to discover
potential journeys into the world of work by collaborating with our business contacts that include
specialist (disability) employment pathway providers. Based on a three, five & ten day ‘Muscle Dream
work-placement’, lives will be enriched by those on the programme, giving a sense of purpose, fulfilment
and motivation whilst supporting aspirations and directly imparting key life skills. One primary aim will be
to help ‘kick-start’ longer-term, sustainable employment opportunities. In becoming ‘economically active’
and in helping beneficiaries ‘contribute to society’, we plan to leverage existing business contacts and work

”

with a delivery partner to achieve prescribed outcomes.

2.4. Funding
The funding for this two-day pilot programme was estimated at £10K which was submitted to the Big
Lottery People’s Projects. The actual spend is outlined in the table below.
Category
Accommodation

Sum
£1,441.20

Filming / Photography

£970.00

PR & Social Media

£2,274.00

Support Staff

£3,000.00

Meals

£1,939.39

Beneficiaries Expenses

£108.80

Accessories

£1,484.07

Evaluation

£1,500.00

Event Overheads

£1,000.00

Expenses (inc fuel)
Total

£1,947.51
£15,664.97

Note: The charity contributed an additional £5,664.97
to cover extra expenditure needed which in part was
used for the two-day programme, work placement
overheads and post work programme Feedback Day
held in October 2017.

The key resources and time required for design, delivery, in house charity management and project
manager were provided as in-kind and has not been included in the above figures. This includes the
two-day programme, follow-up interviews with families post the two-day programme, work placement
management, post event Feedback Day and post 12 months programme interviews. There were also
additional in-kind services and resources outside of the core resources that have not been included within
this expenditure. These included:

•
•
•
•

Reduced or waived fees from some of the facilitators
Specialist from ex-Prince’s Trust employee working with vulnerable young adults
Commitment from businesses
Reduced rates from hotel partners
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3. IHEM PROGRAMME
INITIATION
3.1. Brainstorming Workshops
MHF identified key stakeholders to provide their specialist input, at two Brainstorming Workshops hosted
by the University of Hertfordshire and Herts Chamber of Commerce based in Hatfield in 2016. The purpose
of the Brainstorming Workshops was to build on the funding proposal and identify how the need could be
met to meet the requirements of young people, their families and the Hertfordshire business community.
Workshop 1 was facilitated by an independent professional with experience in the charity sector to
capture ideas from a diverse group of stakeholders on what the programme content could look like,
benefits to the young participant, the business impact and needs, and how this could be evaluated. This
included mapping of the Client Journey and introduction to the Evaluation.
Workshop 2 was held to build further on the input at the initial Workshop, an outline of what would
be required to ensure that the programme provided a ‘person-centred’ experience, identify suggested
content for the two-day programme on 27-28 March 2017, consider employer engagement and voluntary
work placement opportunities.
The outcomes from brainstorming workshops were:

•

Clear criteria for the participants:
-- based within a 2-hour drive of Hertfordshire
-- 18-28 years of age
-- interested in accessing the world of work
-- minimum educational attainment of GCSE’s in maths and English (C-A*) with a caveat for
learning difficulties

•

Managing expectations of participants e.g. communications, timekeeping, dress code etc.

•

To bring in mentors/role models who can demonstrate work ethics and de-mystify world
of work

•

Gaining commitment from Hertfordshire based businesses to present to the participants
about the company and job opportunities with the objective of providing a supported
voluntary work placement during the summer of 2017

•

Overview of programme content to include Mindfulness, Networking, Inspirational speaker,
Preparing for adulthood, Self-awareness/confidence sessions

•

Need to identify a Hosting Partner, venue, pre-intervention plan

•

Identifying and securing professional facilitators for the delivery of specific sessions on
developing skills on communication, confidence, networking and accessing a disabled
employment specialist

•

University of Hertfordshire commitment to academically assess and evaluate project to
include interviews with carers, participants, businesses at various key stages of programme.

•

Identification of risks
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3.2. Securing MHF Core Team
Using ideas generated at the Brainstorming Workshops, the MHF Core Team was identified to design and
deliver the programme on a voluntary basis – the key members of this team were:

•

Programme Design & Delivery - Sue McGrath & Sonali Kumarakulasinghe

•

Project Management Steve Weeks - MHF Volunteer

•

Project Sponsor - Michael McGrath CEO (MHF)

In addition, specialist advisors were identified to provide input at various stages during the programme
design, e.g. Young People & Work (two specialist volunteers)
Appendix 1 outlines the schedule of meetings and time frame of the project, with an accompanying
flowchart.
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4. COLLABORATORS AND
INSTITUTIONS
Leading UK charity for children with life-threatening & life-limiting conditions
Together for Short Lives

Hertfordshire Businesses
The charity gained interest and support from six diverse Herts based companies to participate in the IHEM
pilot programme:

1.

International Pharmaceutical Company - GSK (GlaxoSmithKline plc)

2.

International Aerospace and Defence Company - Airbus

3.

Herts Business Membership Organisation - Herts Chamber of Commerce

4.

Social Media SME Company - SM2 Communicate

5.

Leisure Services - Stevenage Leisure Limited (SLL)

6.

International Computer Services Company - Computacenter

US Digital Media Partner
International Pharmaceutical Company GSK (GlaxoSmithKline plc) liaised with Seeker, a Digital Media
Network Company, in San Francisco, USA to provide a unique robot to human communication interaction
from the US called “Double”.

Academic Institution
University of Hertfordshire, Centre for Lifespan and Chronic Illness Research [CLiCIR] provided by
Dr David Wellstead, Dr Sarah Jane Besser and Rachel Mellor, PHD student.

Past MHF Beneficiaries
Three of the charity’s past beneficiary community with MD provided input into the stakeholder meetings
and also had input into different elements of the delivery

MHF Representatives
Michael McGrath - Charity CEO (MHF)
Sue McGrath - MHF Core Team (Programme Design & Delivery)
Sonali Kumarakulasinghe - MHF Core Team (Programme Design & Delivery)
Steve Weeks - MHF Core Team, Volunteer (Project Management)
Helen Dye - Consultant Advisor
Jacquie Smallwood - Volunteer (Brainstorming Workshop Facilitator)
Will Ferguson – MHF Volunteer, Photography & Filming
Gary Perlmutter – MHF Volunteer, Photography
Lydia Drukarz – MHF Event Manager
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Programme Facilitators
1.

Sue Duraikan, Communications Training Specialist

2.

Andy Lopata, Networking Specialist

3.

Debbie Roberts, Engage Visually, who produced a facilitated individual storyboard aligned to
each participants’ aspirations and aims

4.

Ellen Atkinson - Pathway to Employment Specialist (disabled people accessing work)

5.

Elly Codiroli - Restorative Yoga & Meditation (carer session)

6.

Leah Booth - Entrepreneurship (inspirational speaker)

7.

GSK (GlaxoSmithKline plc) – managing robot ‘Double’ connection (USA)

8.

Consultant Advisor – Helen Dye (ex-Prince’s Trust)

9.

Stacey Curzon – Youth Worker, Rainbows Hospice for Children & Young People
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5. IHEM PROGRAMME
DESIGN & DEVELOPMENT
5.1. Project Management
From the feedback from the brainstorming workshops, the MHF Core Team worked on the programme
design and development between November 2016 and March 2017. Project planning had been started
in October 2016 using MS Excel. This was coordinated by the Project Manager and included detailed
planning of the steps needed to achieve the two-day programme within the time and resources available.
This included a Risk Log.

5.2. Evaluation criteria with UH
The purpose of the evaluation was to:

•

determine whether the programme has met the goal/impact intended

•

provide a balanced perspective of the strengths and weaknesses

•

identify how the programme is making an impact

The MHF Core Team met with the University of Hertfordshire (UH) team to determine the evaluation
criteria from the outset. The MHF Core Team guided the UH researchers on the complexities of the
condition and the wider family framework.
The evaluation criteria included measuring quality of life and illness perception before and after the
intervention. The evaluation took place at 5 points in time: pre-event, during the two-day programme,
post the two-day programme, during the work placement. This included face-to-face meetings with
participants and family members along with academically validated psychological questionnaires.
A final evaluation of the whole intervention was added in one year after the Feedback Day in
October 2017.
UH obtained permission from their Ethics Committee before the pre-event evaluation questionnaires
were administered.

5.3. Securing Facilitators
The MHF Core Team sourced appropriate facilitators who agreed to be part of the programme and helped
ensure that the content was fit for purpose.  Facilitators were secured through the charity’s collective
network. The MHF Core Team provided coaching on working with young vulnerable adults and disability
etiquette. The MHF Core Team worked with each facilitator individually to ensure that the content and
delivery of each session was paced appropriately and that any exercises and props were suitable for
participants with limited mobility. These meetings were held face to face, by Skype and telephone.
In February 2017 the MHF Core Team hosted a half-day Facilitators Briefing at Robinson College,
Cambridge to have:
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•

Shared understanding of the objectives of the programme and how each session contributes
to this

•

Ensure that there is a clear thread through the two-days

•

Support facilitators in understanding participant needs and disability confidence

•

Identify next steps prior to the programme

5.4 Securing Business
Six businesses (listed in Collaborators & Institutions) were approached by the Project Sponsor to get
commitment to taking part in the two-day programme and potentially provide supported voluntary work
placements within their organisations. On 17th February 2017 the MHF Core Team hosted a Business
Briefing at Hanbury Manor Hotel near Ware, Herts to present the two-day programme and the support
available from the charity to facilitate their engagement. The charity presented an outline of the Business
session that each organisation would commit to; see Appendix 2. The aim of the business session was
for participants to learn about the company, types of work they do with an opportunity to ask questions.
This would provide a platform for the participants to practice some of the skills they would learn from
other parts of the two-day programme, particularly communications and networking. Businesses were
encouraged to provide creative, fun and engaging sessions.
The UH also presented on the Evaluation and the businesses were given an Information Pack which
included benefits of the programme to the organisations, the commitment required from participating
businesses, the commitment from the charity, confidentiality, risk management and next steps. There
was also a template provided on the Business delivery session, and a Consent Form. The Briefing was an
opportunity to discuss questions or concerns, including how this programme would fit with becoming
a Disability Confident employer. The businesses were asked to take away the information and consider
whether they wished to take part. All six businesses responded favourably and signed up to the
programme.

5.5 Charity Governance
In order to ensure safeguarding of the participants, who were all vulnerable young adults, the MHF Core
Team ensured that following good safeguarding practices were adhered to. This included communications
on safeguarding, disability etiquette and working sensitively with participants. All stakeholders were
included in this process, from businesses, volunteers, facilitators, participants and carers. Everyone
involved in the delivery of the two-day programme was required to sign Confidentiality agreements,
Volunteer agreements, Liability Forms and Social Media embargoes. The charity had a list of those with
DBS Checks and the charity ensured that its usual working practices were followed e.g. stakeholders were
not on their own with a participant at any time.
The charity’s Board of Trustees were updated periodically through reports to the Board Meetings with
progress of the project, including communications and risks. The UH’s governance practices with regards
to confidentiality, ethics and secure information storage and handling was also communicated to the
Board of Trustees.
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5.6 Venue/Logistics
An international pharmaceutical company in Herts GSK (GlaxoSmithKline plc) became the host partner
for the two-day programme. The MHF Core Team visited the site to ensure that access requirements,
health and safety, parking, meeting rooms, lecture theatre, dietary requirements, accessible toilets,
temperature control, security and other logistics were suitable for the needs of the participants. Filming
and photography had to be approved by the company in line with its own security and corporate
guidelines. The host partner nominated an internal representative to liaise with the charity on logistics and
management of the two-days.
During the two-day programme, participants and others involved were accommodated at the Holiday
Inn. On the evening before the programme, there was a presentation, organised by the host partner and
Seeker, of the interactive ‘Double’ robot. This included talking remotely with San Francisco, as well as an
opportunity for the participants to get to know each other. The logistics for both hotels were organised
by the charity’s event organiser. On the second day there was Celebratory Dinner at Novotel where
an Inspirational Speaker talked about entrepreneurship to the audience of participants, their carers,
facilitators and business representatives.

5.7 Securing Participants
The key selection process was to identify individuals that met the criteria by age, condition and area.
The Project Sponsor identified 11 individuals who he approached via a personal phone call to each family
explaining the pilot IHEM programme, UH evaluation process, ethics, confidentiality, time commitment,
charity support and timeline.
This was followed up by a detailed email with supporting documentation explaining the programme and
process to confirm commitment. The Information Pack included an overview of the two days, who would
be involved, the benefits of taking part, the evaluation, Consent Form and the next steps. See Appendix 3
containing the Young person and Carer Information pack.

5.8 Profile of Participants
Please see below the confirmed 5 participants’ level of education and condition type.

Level of Education:
Participant A – University Degree BA Tourism Management (First Class awarded 2017)
Participant B – University Degree BA Journalism & Media (2:1)
Participant C – College BTEC Level 1 Graphic Design
Participant D – College
Participant E – University – A Level student (pre-university) with goal to study Law
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Muscular Dystrophy Type and Age:
Participant A - Spinal Muscular Atrophy type II – age 23
Participant B – Duchenne Muscular Dystrophy – age 25
Participant C – Duchenne Muscular Dystrophy with mild autism – age 22
Participant D – Duchenne Muscular Dystrophy with mild learning difficulties – age 24
Participant E – Ullrich Congenital Muscular Dystrophy – age 19
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6. IHEM PROGRAMME
DELIVERY
The 2-day event covered a number of presentations and topics, designed to maximize preparedness for
the workplace. The event covered topics that included:

1.

Meditation (for carers)

2.

One to one storyboard capturing aspirations

3.

Networking session

4.

Communications session

5.

Business sessions

6.

Carer support

7.

Inspirational speaker

8.

Pathways to employment

See Appendices with content of the following sessions:

•

Communications

•

Storyboards

•

Networking

•

Pathways to Employment

See Appendices 4 & 5 of the two-day programme containing the schedule and timings of events, including
details of participants, carers, facilitators, businesses and MHF support.
Michael McGrath opened and closed the event, with thanks and recognition to all attendees. Participants
received a Certificate of completion of the programme.
Observer Sheets were completed by attendees as input to the evaluation of the event.
At the end of the two-days a Level 1 Evaluation Form was handed out to all attendees.
On 21 April there was a Wash Up at UH with the MHF Core Team and the Evaluation team to discuss first
level observations and next steps.
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7. WORK PLACEMENT
DESIGN & DEVELOPMENT
The IHEM Funding proposal was based on delivering three, five & ten day ‘Muscle Dream workplacements’. The aim of the two-day Programme was to prepare the young people for engagement with a
potential work placement, commencing Summer 2017. The 2-day event and the work placement together
form the complete Purposeful Activity Programme.

7.1 Matching participants to businesses
Following the two-day programme, the MHF Core Team contacted each participant and discussed, by
teleconference, whether they were interested in trialling the world of work with one of the businesses
involved. Four of the five participants were interested, unfortunately one participant was not well enough
to take part any further.
The MHF Core Team discussed whether the individuals should be approached first or the businesses and it
was decided that, as this was a person-centred programme, the participants should identify the businesses
and work activity that interested them.
The MHF Core Team then met each participant individually in their homes and had informal but structured
conversations where the following was discussed:

•

Feedback on their thoughts after the programme

•

Confirmation that they were interested in a work placement

•

Feedback on the companies and asked to rank the businesses in order of preference

•

What type of work activity would interest them, in terms of their skills development

•

Logistics including when they would be available to start work, days of the week in terms of
availability of carers, transport

•

Reasonable adjustments, including technology

•

Dietary requirements

•

Shared the Social Contract with them (a sample was provided by UH and this was customised
by the MHF Core Team to meet the needs of this programme)

•

Asked for their CV/Bio to be provided so that it could be shared with the businesses

The interviews were held in the presence of the family members/carers as their commitment and
agreement was critical for the success of the work placements.

7.2 Business engagement
The MHF Core Team carried out site visits with each business, meeting the business sponsor, line manager,
HR and the buddy. This included discussions of the CV/Bio of each participant, their skills and interests,
and how it aligned to the business.
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Additionally, the Project Sponsor discussed the benefits of the organisations becoming Disability
Confident employers from this work placement. Disability etiquette was shared with the businesses.
There were many areas to address to ensure that the placements were arranged so that the businesses
had the knowledge and skills to proceed. This included logistics, allocated space for the carer, accessible
toilets, buddy, workstations, reasonable adjustments, CV development, and adaptations to the workplace.
The businesses also committed to providing lunch, a contribution towards their fuel costs together
with a separate space for each participant to rest and stretch. The charity made clear that the purpose
of the work placement was for the participant to provide value to the organisations, as well as for the
organisations to provide value to the participant.

7.3 Key organisational roles
The success of the work placements was based on the MHF Core Team providing confidence and
remaining engaged throughout the work placements. There were key roles identified within each business
to ensure the success of the placement, namely a business sponsor, the line manager and a work buddy. In
some of the work placements, HR were involved with risk management and health & safety.

7.4 Work placement design
The design of the work placement was customised to the needs of each business and participant.
The placement summaries are as follows:
Participant A – Placement started at Airbus on 17 July working two-days a week for 3 months [flexible
based on the participant’s energy]. Familiarisation session at site organised prior to start date.
Participant B – Double placement secured for one month in July with SME social media business called
SM2 Communicate and then September working with Herts Chamber of Commerce x two-days a week.
16 days scheduled
Participant C – Four-week placement at Computacenter, familiarisation session and site visit to HQ. 1 day a
week offered. 4.5 day scheduled
Participant D – unable to participate due to illness
Participant E – Placement over 3 days at GSK (GlaxoSmithKline plc)
The MHF Core Team provided detailed documentation to support the work placement. This included the
Social Contract, which would be signed by both the business and the participant, and which would clearly
set out the activities in the work placement. The template Social Contract is in Appendix 6.
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7.5 Buddy Role
The Buddy role was critical because it enabled the participant to engage in the world of work
independently of their carer/parent. The charity provided detailed support and guidance for the work
buddy. This included a role description for a Buddy role, whereby a named individual in the organisation
would provide support and a network for the participant, including access to informal groups and
networks within the businesses. The buddy would also be available as a helper for the participant. The role
of the buddy was a valuable development opportunity for the buddy to develop teamwork and leadership
skills. The buddy role included to:

•

Be a friendly face and supportive colleague

•

Be a liaison between the carer and the participant ensuring participant’s personal needs are
met in the workplace

•

Support the participant so that they have a voice with their line manager and work colleagues

•

Regularly check that the participant’s access requirements are being met so that they can
make the most of the work placement opportunity

•

Provide and signpost relevant information

•

Answer questions – encourage them to ask

•

Listen to any concerns and provide informal support

•

Give feedback – be honest, constructive and considerate

•

Ask challenging questions – encourage reflective thinking

•

Identify areas of improvement within the organisation to support individuals with different
needs for the future

In addition, the buddy would provide Induction, Workplace Skills, Networking and Continuing Professional
Development support, as well as being a contact and source of support after the work placement.
Appendix 7 contains the guidance given to the workplace buddy.

7.6 CV development
Businesses were asked by the charity to assist the participants in updating and improving their CVs at
the end of the work placement. The MHF Core Team designed a fit-for-purpose template CV and a CV
checklist, see Appendices 8 and 9 which was shared with the participants, line manager and buddy.
Supporting the participants with their CV development was to help meet the charity’s objective of
enabling the participants to have increased access to the world of work, should they desire to do this.

7.7 Filming
The charity arranged for a videographer to film each line manager, work buddy and participant in the
workplace to capture their observations of the experience. The MHF Core Team designed set questions
so that there was consistency. During the feedback day in October 2017 there was filming of the carers
discussing the impact of the programme.
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8. WORK PLACEMENT
DELIVERY
The MHF Core Team ensured inductions were planned and took place for all the work placements, to
include Health & Safety, HR, company introduction and reasonable adjustments. There were also security
considerations for some of the businesses, parking/logistics and identifying a suitable room for the
carer to be located. All participants had a familiarisation day before starting the work placement, were
introduced to their work colleagues and signed Social Contracts which contained responsibilities and
expectations. Each participant was asked to set up a WhatsApp Group with their line manager, work
buddy and carer so that there were smooth communications throughout the day.
Before the work placement commenced, line managers were asked to communicate to their work
colleagues about the work placement, including disability etiquette training which the charity provided;
see Appendix 10. During the work placements, the MHF Core Team kept in close contact with the
businesses and participants to see how the placements were progressing and to help find solutions to any
issues and/or challenges that might have emerged.

8.1 Participant A - Airbus
The placement started on 17 July 2017 working two days a week for 3 months, working 9am-3pm with
a 1 hour lunch break. The charity MHF Core Team had several meetings with the organisation’s internal
sponsor and the Line Manager and the work Buddy. This was to ensure a suitable role was identified to
match the participant’s skills and interests in tourism. The work buddy allocated was on an undergraduate
internship at the company and a perfect fit for the participant because of his age, understanding of
disability and similar interests. Prior to the placement commencing, the charity MHF Core Team organised
a familiarisation session with the participant and his primary carer on site. The first day included an
induction to include his carer. The carer was his father who provided transport and personal care. He was
located in a separate area to where the participant was working.
The participant’s role was to co-ordinate, develop and build a concept satellite model whereby he had
to learn new software and worked closely with his work buddy. The company also organised for the
participant to meet other graduates within the organisation. He also was offered a unique opportunity to
access to the satellite clean room in his wheelchair which needed special clearance and permissions and
was photographed by the company. The participant was the first person ever in a wheelchair to access
this facility. After the work placement, the project sponsor and line manager expressed an interest in
identifying another opportunity within this organisation for the participant.

8.2 Participant B – SM2 Communicate and Herts Chamber of Commerce
This participant worked with two companies, the first being two-days per week for one month in July
(8 days total), and then September working with the second company two-days a week (8 days total,
working 12-4pm). 16 days completed. Both parts of the work placement were based at one of the
organisations site in Hatfield. Company one, the participant’s role was to develop social media skills,
through delivery of blogs and vlogs. He was given a target to deliver 7 blogs/vlogs, and to attend a
marketing discovery workshop for a new client. The participant delivered 3 blogs where he improved his
writing and social media skills. At the second company his role was marketing and communications, in
particular to engage with a broad range of businesses and patrons to include Bob FM Radio. He visited
Bob FM, did online research on current issues and created marketing collateral.
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8.3 Participant C - Computacenter
Placement was 5.5 days. Completed the planned 4 week placement, which included a familiarisation
session at the Derby offices which was near the participant’s home, 4 days’ work and a site visit to HQ
in Hatfield to include overnight accommodation. The participant did Work Experience in the Global
Infrastructure Operations (GIO) division where he gained an understanding of the concepts and
practicalities within a Remote Shared Services operation. Each day the participant was escorted by his
carer (mother) to the Derby site, where she remained in a separate area while he worked with his line
manager, and buddy during the placement. The charity Project Sponsor suggested a 1-1 video conference
with the CEO of this organisation which was organised by the company sponsor. The visit to HQ included
a tour of the site and presentations from different areas of the business.

8.4 Participant D - no placement
Unable to participate due to illness.

8.5 Participant E - GSK (GlaxoSmithKline plc)
The placement was 3 days during a 4-week period in September, approximately 5 hours per day. The
work placement was a broad introduction to what a patent is and how the various roles within the
Legal department support the protection of a patent. In order for the participant to participate in the
work placement, the charity liaised with his hospice, Keech, to arrange accessible transport each day.
The charity ensured that special arrangements were in place for rest breaks, toileting and eating. After
the work placement, the project sponsor and line manager expressed an interest in identifying another
opportunity within the organisation’s Legal department for the participant for the following year. During
the work placement, the charity identified one of its ambassadors who is a lawyer as a mentor whilst the
participant is in university studying law.
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9. IHEM FEEDBACK DAY
The charity felt a sense of responsibility from the knowledge gathered post the two-day programme
and the work experience to provide a forum for the participants, businesses and families to share the
outcomes of the experience. The charity did not want to miss the opportunity to support the participants
in fulfilling any ambitions they had and to share their success and pride in their achievements. There was
also a recognition that this experience had an impact on the businesses and that this could be shared.
Therefore, a half-day session was designed for the afternoon of 20th October 2017, hosted by University of
Hertfordshire in Hatfield.

9.1 Objectives
The objectives of the feedback day were:

•

the participants to come together, share their experiences with each other, talk about their
respective work placements and what they had learned.

•

for the participant to share, with their respective line manager and work buddy, the work that
they did during the placement to the other organisations.

•

for the business and the participant to share what went well, learnings and impact in a
presentation format which included film, PowerPoint and showcasing a model produced.

•

for the participants to reflect on their story boards and consider what they had achieved
during the work placements.

•

for the participants to understanding more about CVs, including an example from a past
beneficiary, also looking at LinkedIn and social media platforms.

•

an opportunity to identify next steps.

The feedback day was attended by three participants (one could not attend due to illness and another
could not attend due to study commitments). The latter’s feedback was shared with the group after he
provided his input to one of the facilitators from the communications session by teleconference before
the day.

9.2 Session outline & attendees
The design schedule of the afternoon was produced by the Core team, with the communications facilitator
from our two-day programme acting as the facilitator for the afternoon.
The outline of the session included:

•

Introduction & closing remarks by Michael McGrath

•

Communication Challenge Icebreaker

•

Reflect and Share sessions from each set of businesses & participants

•

Carer Panel to share the Impact & Perspectives (filmed)

•

Energising your CV

•

Activating your Plan
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Attendees:
MHF:
•

MHF Charity Sponsor – Michael McGrath

•

Sue McGrath – Design & Delivery of Feedback Day

•

Sonali Kumarakulasinghe – Design & Delivery of Feedback Day

•

Volunteer- Project Management Support

•

Charity Filming expert

•

Charity – Photography expert

Academic Institution:
University of Hertfordshire, Centre for Lifespan and Chronic Illness Research [CLiCIR] provided by Dr
David Wellstead, Dr Sarah Jane Besser

Facilitator/Presenters:
•

Communications Specialist

•

Pathway to Work Specialist

•

One business representative, past beneficiary and Sonali Kumarakulasinghe [Igniting your CV]

•

Sue McGrath MHF charity [Interviewing Parents/Carers on film]

•

Michael McGrath MHF charity sponsor [Introduction and close]

Organisations [Line Manager & Work Buddy]:
Each of the five participating companies Line Managers and Work Buddies attended

Participants:
•

Participant A

•

Participant B

•

Participant C

•

Participant D was absent due to ill health

•

Participant E [Sue Duraikan presented his input at the Feedback Day on his behalf]

Carers/Parents:
•

Father of Participant (A)

•

Mother & Father of Participant (C)
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9.3 Feedback from businesses
The feedback shared from businesses included:
GSK (GlaxoSmithKline plc) - organisation sponsor, emailed the Project Sponsor on 23 October 2017

“Seeing [..] and the other two guys enthused and confident that the world of work is a place for them was
fantastic. I hope you decide to continue with the programme and can sign up additional employers to help
you on your journey.
Today I have approached our HR Director and Head of UK HR regarding the Disability Confident initiative.
Both have agreed this is an excellent thing to do and I have a meeting set up for Wednesday with (Head of
UK HR) to discuss this. I am hoping to be able to drive this on behalf of our organisation going forward.

”

9.4 Participants CVs post-work placement
The participants shared their updated CVs showcasing the work that they had done during the work
placements. Here are extracts from the CVs.
CV dated September 2017 Participant A
Airbus -

“This placement involved the creation of a fully scaled 3D Printed Satellite model which involved

the use of Autodesk Inventor. I was able to learn new software quickly, as well as having the ability to
communicate effectively to enable my design to be produced accurately. I have also provided assistance

”

to the company’s STEM Centre and schools, giving clear instructions of how the software can be used.

CV dated October 2017 Participant B
Herts Chamber of Commerce:

“Duties included: Detailed online research on Brexit and the pros and cons

for businesses in Hertfordshire. Design and creation of a flyer for an event hosted by the company. Visited
Bob FM radio

”

SM2 Communicate:
specific topics.

”

“Duties included: Plan, script, research, edit and produce a series of 3 vlogs on
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CV dated October 2017 Participant C
Computacenter:

“During the month of August, I undertook Work Experience in the dynamic GIO Section

of the Computer Services and Solutions Company.
Throughout this time, I was involved in the full spectrum of the centralised, remote provision of Computer
Support Services which covered many of the Information, Data and Cyber Security aspects which a
Company such as this need to formally adhere to, as well as many one-to-one sessions given by Technical
Analysts covering a wide range of Technical Services. Of particular interest was the insight I gained about
how strategic planning for the capabilities of the various Technical Teams is really important in terms of
achieving commercial targets; this is known in ITIL (Information Technology Infrastructure Library) terms
as Shifting Left to less expensive resources using the documentation of repeatable fixes, aligned to the

”

Technical Training to facilitate that strategy.

CV dated October 2017 Participant E
GSK (GlaxoSmithKline plc):

“After completing my A Levels in the summer of 2017, I undertook a work

placement at this company based in the Intellectual Property department. Throughout the placement,
I used my skills in networking when I spoke to current employees; ranging from IP Lawyers to recent
graduates. This experience allowed me to gain knowledge on the roles and journeys of IP Lawyers and the

”

importance of their roles whilst building on my skills of communication and networking.
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10. POST-IHEM INTERVIEWS
Questionnaires were produced by the charity and the UH and were sent out to participants in August 2018,
one year after the work placements. The aim was to gather feedback on the impact of the programme
and work experience. This data will be included in the research and analysis from the University of
Hertfordshire.
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11. OBSERVATIONS
On reflection, the charity recognised the complexities, challenges, extensive time commitment and
benefits of the IHEM project for the following reasons:

11.1 Participants/carers
•

The type of muscular dystrophy and additional complex needs played an important part in
determining how engaged each participant could be in the work placement. For example, one
participant had the most severe form of muscular dystrophy, as well as autism, and therefore
the type of work and environment (e.g. open plan office, not crowded) was key to success of
this placement.

•

Due to the nature of the condition, particularly for those with life-limiting conditions,
understandably the families needed reassurance that the programme and the work placement
would be manageable and not place too much pressure on the family.

•

The complexity of needs and the vulnerability of each participant meant that logistics were
time consuming, particularly with the work placements.

•

The carers required reassurance about the time commitment from them to support the
participants in the workplace. In some instances, this meant the carer/parent committing to
two whole days a week supporting the participant as an escort.

•

The charity felt a strong sense of responsibility to ensure that each participant had a sense
of achievement and pride in the work they had undertaken during the work placement. The
charity and the businesses supported each participant by providing guidance and support in
producing a professional CV.

•

The charity was keen to ensure that the programme and work placement had a longer-term
impact on the participant. The charity provided a disability education specialist to engage
with parents and the participants in thinking about next steps. This could be engaging in paid
work, voluntary or education was very important to ensure the confidence and momentum
was maintained.

•

Four participants maintained their commitment to attend the whole programme and days
planned with the businesses.

•

The fifth participant was not able to take part in the work placement due to poor health.

•

The charity’s core team noticed positive benefits from each of the participants in body
language, communication and confidence at the Feedback day.

•

The charity is providing ongoing support to the participant who is seeking a professional
career, to help remove some of the barriers to employment including identifying practical
support arrangements which are needed for him to participate in work & learning
opportunities. The charity has provided a mentor with legal expertise for him, for a 3-year
period while he is at university studying law. The Project Sponsor has had discussions with
the Lawyers with Disabilities Division of the Law Society and the provided input on his CV
and career aspirations and signposted sources of support.
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11.2 Businesses
•

Once one global corporate organisation signed up to the work placements, two others
followed.

•

Two large corporate organisations were the hardest to secure and identify an internal sponsor
and were time exhaustive from charity’s perspective. Three others bought in straight away for
the work placements one being an international global organisation.

•

The time required to get commitment translated into action from the businesses due to
internal sign-off, HR, Health & Safety, lack of knowledge of disability and risk management.
Having a committed internal sponsor enabled them to offer a rich work placement
experience.

•

A key factor in the success of work placements and/or engaging with work moving forward
is the willingness of businesses to create bespoke, flexible contracts that meet the needs of
both the individual and the business.

•

The SME businesses were very keen to sign up and were very proactive with the work
placements, and in one case, one company helped design and present a session on the
feedback day.

•

One of the businesses became a Disability Confident employer as a result of IHEM

•

One global organisation committed to exploring within the organisation becoming a Disability
Confident employer.

•

While there was an understanding of disability at a general level, the nature of the condition
(in a power chair, with limited mobility, support worker/buddy required) meant that in
order for the work placement to succeed it required significant resources and time from the
business. For participants to enter the world of work this would require planning and resource
support.

•

The feedback from the businesses (line managers, buddy, work colleagues) was that the work
placements showed them what can be achieved by those who are furthest away from the
world of work, with support, in the workplace. For example, one of the participants quickly
learnt to use software and a 3D printer to produce a model.

11.3 Charity resources
•

As a very small family charity working on such a unique initiative the design and delivery
of all the materials were produced from scratch. Materials were required for the two-day
programme as well as for the work placements.

•

There was no plan for risk management due to the limited key resources being volunteers

•

The charity spent extensive time to get buy-in from some of the businesses to take part in the
work placements post-the two-day programme.
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•

The facilitators required training in understanding the condition and ensuring that the design
of sessions was appropriate to the audience. For example, the Communications session
initially included an exercise which involved manual dexterity. The core team provided
guidance on communication styles, practicalities of sessions and use of resources.

•

The significant time commitment for IHEM throughout 2017 put considerable pressure on the
charity’s capability to deliver other activities, given the size of the charity. It was recognised
by the charity’s Trustee Board that the IHEM project was a departure from MHF’s core focus.

•

Project management skills were secured for the two-day programme but would have been
extremely valuable from project inception.

•

The planning and materials used for the two-day programme and the work placement
could be adapted and used for future work focused initiatives, including perhaps by other
organisations involved in helping secure work placement opportunities for people with
disabilities.
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APPENDIX 1

MHF SCHEDULE OF MEETINGS +
IHEM FLOWCHART
Date
Activity
PROGRAMME SUBMISSION

Attendees

2015
16 October

Approval for project idea from Big Lottery

MMG

13 November

Project Submission

MMG

9 December

Project invited to final stage

2016
7 February

Filming with Muscle Warriors Powerchair Football Club and ITV

29 February-4 March

Films broadcast (5 charities) on ITV Regional News
programmes

29 February

Public vote ITV for ‘People’s Project’s’ funding deadline

18 March

Funding grant awarded, including for IHEM – announced at
Herts Chamber of Commerce

PROGRAMME INITIATION
3 August

Brainstorming Workshop – Phase 1

10 October

Brainstorming Workshop – Phase 2

24 October

Programme development

SMG, SK, SW

25 October

Identifying MHF Core Team

SMG, MMG, SK

31 October

Programme development cont.

SK, HD

PROGRAMME DESIGN & DEVELOPMENT 1
14 November

MHF Core Team Meeting

SMG, SK, SW

21 November

Programme Evaluation

SMG, SK, SW,
RM

30 November

Programme development cont.

SMG, SK

5 December

Programme facilitation interview

SMG, MMG, SK,
HD, potential
facilitator

13 December

Programme development cont.

SMG, SK, HD

10 January

Securing facilitator for Networking

MMG, AL

11 January

Evaluation Protocol Meeting

MMG, SMG, SK,
UH Evaluation
team

2017
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Date
12 January

Activity
Securing facilitator for Communications

Attendees
SK, SD

16 January

Programme Hosting Partner meeting

MMG, SMG,
SW, GSK Team

17 January

Programme content discussion for Communications session

SMG, SK, SD

19 January

Project Management meeting

SMG, SK, SW

20 January

Programme development cont.

SMG, SK

25 January

Programme development cont.

SMG, SK

25 January

Project update meeting

SK, SW

26 January

Design Business documentation

SMG, SK

27 January

Design Business documentation cont.

SMG, SK

27 January

Project update meeting

SK, SW

30 January

Logistics meeting for Hosting programme

MMG, SW, GSK
Team

31 January

Project management update

SMG, SK, SW

8 February

Project management update

SK, SW

9 February

Design Communications session & Evaluation meeting

SMG, SK, SD

9 February

Programme design and risks

SMG, SK, HD

10 February

Project management update

MMG, SK, SW

15 February

Content briefing for Networking session

SMG, SK, AP

16 February

Design Business documentation cont.

SMG, SK

17 February

Presentation to five Businesses

MMG, SMG, SK,
SW, RM, SJB

24 February

Content development for Storyboarding and work support
sessions

MMG, SMG, SK,
DR, EA

27 February

Facilitators Briefing and organisation Robot demo

MMG, SMG, SK,
SW, DR, SD,
HD, EA, GSK
Team

2 March

Financial update

SMG, SW

16 March

Programme design

SMG, SK

20 March

Programme design

SMG, SK

23 March

Project management

SMG, SK, SW

PROGRAMME DELIVERY
27-28 March

Two-day Programme Delivery
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Date

Activity

Attendees

PROGRAMME DESIGN & DEVELOPMENT 2
21 April

IHEM Wash Up – UH

MMG, SMG,
SW, SK, HD,
SJB, RM

2 May

Business matching w. Participant C– Derbyshire

SMG, SK

15 May

Work Placement design

MMG, SMG, SK

19 May

Business matching w. Participant B – London

SMG, SK

22 May

Work placement design

MMG, SK

26 May

Business engagement

SK, DLK

1 June

Wash Up follow-up

SK, HD

1 June

Business engagement planning

SMG, SK

2 June

Business engagement – organisation

MMG, SMG, SK

7 June

Business engagement – organisation

MMG, SMG, SK

9 June

Business matching & filming w. Participant D

MMG, SMG,
Zibrant

21 June

Work placement design

SMG, SK

22 June

Business engagement – organisation

SMG, SK, DLK

26 June

Social Contract & Buddy role design

SMG, SK

28 June

Buddy engagement – organisation

SMG, SK, MS

28 June

Business matching w. Participant A

SMG, SK

29 June

Work placement design

SMG, SK

30 June

Business engagement organisation

MMG, SMG, SK,
NP, DLK

18 July

Business engagement with organisation

MMG, SMG, SK,
SM, EW

19 July

IHEM templates

SK, SW

20 July

Work placement update

MMG, SMG, SK

15 August

Financials

SMG, SW

17 August

Business engagement – organisation

MMG, SMG

21 August

Planning Feedback Day

SMG, SK

22 August

Business engagement – organisation

SMG, DLK

29 August

Business engagement & filming – organisation

MMG, SMG,
WF

29 August

Planning Feedback Day & facilitation

SMG, SK, SD

5 September

Logistics planning for organisation – Participant B placement

SMG, NP, SL
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Date
6 September

Activity
Business engagement & filming – organisation

Attendees
MMG, SMG, SK,
WF, PMM

9 September

Logistics planning for organisation – Participant B placement

SMG, NP, SL

10 September

Logistics planning for organisation – Participant B placement

SMG, NP, SL

18 September

Planning Feedback Day

SMG, SK, SD,
SW

18 September

Business engagement & filming – organisation

MMG, DLK

25 September

Planning Feedback Day

SMG, SK, SD,
EA

26 September

Trustee Board Meeting update – IHEM

Trustees, SMG,
SK

29 September

Evaluation Feedback Meeting - UH

SMG, SK, DW,
SJB

13 October

Feedback Day planning – Employability

SMG, SK, EA

17 October

Feedback Day planning

MMG, SK

19 October

Business engagement – organisation

MMG, SMG, SK,
CC, SM

20 October

IHEM Feedback Day – UH

All

26 October

IHEM Feedback Day wash-up meeting

SMG, SK

2 November

IHEM Wash-up meeting follow up

SMG, SK

19 November

Evaluation - Film rushes to UH

SMG

Aug-Nov

Herts University Evaluation analysis

SJB, DW

Aug-Nov

Manual

SMG, SK

November

Film production

WF, SMG, SK

November

Receive Evaluation from UH

SJB, DW, MMG,
SMG, SK

January

Present Evaluation to MHF Board of Trustees

Board of
Trustees, MMG,
SK

Quarter 1

Communication Plan: families, businesses, charity partner,
wider audience

Board of
Trustees, MMG

2018

2019

The IHEM Flowchart is attached separately.
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APPENDIX 2
BUSINESS INFORMATION PACK
The Muscle Help Foundation Pilot Programme
‘INSPIRING HEARTS, ENGAGING MINDS’
Organisation Engagement
Section 1. About the ‘Inspiring Hearts, Engaging Minds’ Programme
Introduction
You are being invited by The Muscle Help Foundation (MHF) to help support and take part in a new strand
of the charity’s activities. We would like to make sure that you under-stand what your organisation’s role
would be should you decide to participate.

Programme Purpose
The purpose of this Programme is to enable young people [age 18+] with Muscular Dystrophy and
allied neuro muscular conditions the opportunity to gain workplace skills and thereby give voice to their
aspirations in a way that is educational, fun and in keeping with MHFs aims.
The charity was successful in securing some funding from the People Projects [Big Lottery] to deliver a
two-day person-centred pilot Programme called ‘Inspiring Hearts, En-gaging Minds’, on 26-28 March 2017.
This would, if appropriate, be followed by a voluntary, supported, flexible, work placement with selected
business partners.
The delivery venue of the Programme will be hosted by Glaxo SmithKline, based in Stevenage, Herts. This
pilot Programme will be robustly evaluated by the University of Hertfordshire to identify the impact on the
young person, their carers, and the participating businesses.

Context:
The government policy climate is changing in favour of increased support for employment opportunities
for those that have traditionally found accessing work difficult. This Pro-gramme was identified to
articulate the barriers to accessing Education, Employment and Training activities.
The Programme supports participants to give voice to their work/ employment aspirations and includes
engaging employers, and those involved in working with employers, to maximise learning.

Benefits to Organisations
•

Involvement in a Programme that makes a difference to these young participants.

•

Providing opportunities for those furthest away from the world of work and enabling
vulnerable young people towards a place of hopefulness.

•

Being involved in a multi-award Hertfordshire based charity, pioneering an innovative pilot
Programme.
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•

Association with University of Hertfordshire [Centre for Health Services and Clinical Research]
who will rigorously evaluate the Programme and feed this into future pro-grammes.

•

Volunteer opportunity for your employees to engage with the Programme.

•

Knowledge acquisition for your organisation around disability/Muscular Dystrophy and
inclusion.

•

Participation in the evaluation process and access to the findings.

•

Business exposure to use as a case study opportunity/publicity, and support to your
Corporate Social Responsibility (CSR) activities post evaluation findings.

Organisational considerations
Following the two-day programme, should there be interest from the participants in taking part in a
supported work placement, we would discuss the following key considerations with your organisation.
In line with the ethos of this Programme, the commitment from you can be flexible to take into account
the young person’s individual requirements and what your organisation is able to offer:

Before a work placement:
•

Engage in the preparatory events to ensure that an appropriate placement is put in place.

•

Specify an appropriate work plan for the participant matching skills and aspirations to an
aspect of your work/department considering the young person’s needs.

•

Consider flexible arrangements with a focus on the participant’s needs, as well as what is
feasible for the organisation, to include work location [on site or remote or a mix], duration of
placement and number of hours per week.

•

Clearly identified outcomes agreed with the young person at the outset of the work
placement.

•

Participating in the evaluation process.

•

During a placement:

•

Ensure that the young person receives relevant induction and training required for the
placement, adjusted appropriately to take account of the young person’s needs.

•

Agree and sign off a ‘Social Contract’ with the young person.

•

Make reasonable adjustments for example accommodating a power wheelchair, disabled
facilities, adaptive technology [if required]

•

Accommodate a carer alongside the young participant.

•

Provide appropriate supervision of tasks set and monitoring of progress.

•

Provide supportive feedback to the young person about engagement, progress, and
performance.

•

Provide a business buddy, coach and/or mentor.
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•

Communicate with the young person on placement in a timely fashion about:
-- any changes in the workplace or contact arrangements
-- any challenges or difficulties encountered

After a placement:
•

Review learnings and identify where there may be opportunities to provide work/volunteer
opportunities for placements in the future.

•

The opportunity to present learnings to the organisation and the wider Programme
stakeholders, formally or informally, at a post-work placement event.

•

Participating in the evaluation process.

The Muscle Help Foundation – Commitment
The Muscle Help Foundation will provide a mix of training sessions as part of the two-day programme
to each participant along with supportive tools and, where required, some training to each organisation
taking part in this Pilot Programme.

During the two-day programme
•

Work etiquette training will be provided to the young person.

•

Networking and communications training.

•

An inspirational speaker will deliver a talk about entrepreneurship.

•

Mindfulness session: a powerful tool to help the young people explore their hopes and fears
whilst living with a disability.

•

Building on confidence.

For organisations offering a supported work placement
•

Compliant, fair and unbiased selection criteria applied by the Muscle Help Foundation to
match the organisation.

•

Confidential background information on the participant [condition, access needs, carer,
concerns], with the participant’s consent.

•

Disability awareness and etiquette training and supported documents.

•

Information, if required, regarding reasonable adjustments in the workplace.

•

Awareness of risk assessment [e.g. impact of staff illness on participant, illness or death of
participant] for the placement clear understanding of risks and how to mitigate them [e.g.
participant works off-site, signposting to bereavement counselling for affected employees].

For further info please contact: Michael McGrath, MHF CEO
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‘Inspiring Hearts, Engaging Minds’
Programme Evaluation
Information Sheet about Evaluation for Businesses
Section 2. Evaluation of ‘Inspiring Hearts, Engaging Minds’
The purpose of this evaluation
You have been invited to take part in an exciting new Programme with the Muscle Help Foundation. This
Programme is being evaluated by a research team at the University of Hertfordshire. The purpose of
this information sheet is to inform you of your role in the evaluation. To achieve this, you will be asked to
complete a questionnaire with open ended questions. This can be completed by a relevant representative
from your business.

What is involved in the evaluation?
The purpose of the evaluation is not only to learn how best we can support young people with Muscular
Dystrophy and allied neuro muscular conditions but also to find out what role a potential employer might
play in supporting this process, and what employers can learn about employing someone with Muscular
Dystrophy and allied neuro muscular conditions.
A relevant representative from your business will be asked to complete an open-ended questionnaire both
before engagement with the young person and, if your organisation is taking part in the work placement,
then after the young person has completed the work placement.
Your participation in the evaluation will hopefully help other young people in future to have the
opportunity to access work placements and contribute to a framework for other businesses in future to
provide opportunities for those with disabilities.

Does my business have to take part?
Your business is under no obligation to take part. If your business decides not to take part in the
evaluation, this does not affect whether the young person will be able to undertake a potential work
placement with your business, or your relationship with the Muscle Help Foundation.
If your business decides to withdraw at any point in the evaluation, you have a right to do so. You also
have the right to ask for all evaluation related data to be destroyed should your business wish to do
so. If your business decides this is something you want to do, please discuss this with the Muscle Help
Foundation, or feel free to contact Michael McGrath or someone from the University if you have any
concerns. Contact details can be found at the end of this document.
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Will what we say be kept confidential?
All information given during the study will only be shared with the research team. All of the information
you give will be anonymised so that your business will not be identifiable, unless you explicitly agree that
the name of your company may be made public.
The data that we collect will be stored anonymously on encrypted media meeting data security standards
published in the relevant University Policy and will only be available to the research team.
When the study is complete, data will be kept for a further five years and will be archived at the University
of Hertfordshire secure data storage facility.

What are the possible advantages and disadvantages?
There are no direct benefits or risks to your business from taking part in the evaluation. The confidentiality
of your responses means while your participation in supporting The Muscle Help Foundation will be public
knowledge, your individual responses will be anonymised.
Further, you can refuse to answer any question that your business does not wish to answer. If you have any
queries about any of the questions, please feel free to contact a member of the research team.

What will happen next?
Once you have read this information sheet, a representative from your business will be asked to read and
sign a consent form on behalf of your business. Signing this form means you have provided consent on
behalf of your business, to take part in the evaluation and understand your rights.
Two weeks before the two-day event, you will be sent a link to an online questionnaire. You will also be
sent a physical copy of this, should you wish to complete it on paper. The questions are open ended and
should take approximately one hour.

What if something goes wrong?
Although we hope it is not the case, if you have any complaints or concerns about any aspect of the way
you or your business have been treated during the course of this evaluation, you may contact Dr David
Wellsted (University of Hertfordshire) to discuss any issues you may have.
If you remain unhappy and wish to complain formally, please write to the University’s Secretary and
Registrar, through contacting Lisa Toon (University of Hertfordshire).
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I have some questions about this research, who do I contact?
If you have any questions or concerns at any point during this process, please do not hesitate to contact
one of the individuals below.

Contact Details
For more information about the research programme, contact:

Michael McGrath
Founder & CEO
The Muscle Help Foundation
PO Box 155
Buntingford
UNITED KINGDOM
SG9 9XN

Dr David Wellsted
Centre for Life Span and Chronic Illness Research (CLiCIR)
Health Research Building
University of Hertfordshire
Hatfield
Herts, AL10 9AB

Dr Sarah Jane Besser
Centre for Life Span and Chronic Illness Research (CLiCIR)
Health Research Building
University of Hertfordshire
Hatfield
Herts, AL10 9AB

Rachael Mellor
Centre for Life Span and Chronic Illness Research (CLiCIR)
Health Research Building
University of Hertfordshire
Hatfield
Herts, AL10 9AB

Thank you for reading this information sheet
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APPENDIX 3
YOUNG PERSON AND CARER
INFORMATION PACK
‘INSPIRING HEARTS, ENGAGING MINDS’
PILOT PROGRAMME by THE MUSCLE HELP
FOUNDATION
YOUNG PERSON INFORMATION SHEET
Section 1. About the ‘Inspiring Hearts, Engaging Minds’ Programme
Introduction
As Muscle Warriors, we are contacting you to let you know about a new strand of activity the charity is
embarking upon. This information sheet has been produced so that you can decide whether you would
like to be involved in this pilot Programme. Before you decide whether you would like to take part,
we want to make sure that you understand what we are proposing to do and what we would like your
involvement to be. Please take the time to read the following information and discuss it with others if you
wish. Do not hesitate to ask if anything is not clear or if you require any further information to help you
make your decision.
In addition to the Programme, there will be an evaluation conducted by the University of Hertfordshire to
identify the impact of the Programme on the participant and their carer along with the businesses. Further
information about the evaluation and why this is important is provided from page 3. Carer information is
provided later in this document.

What is the Programme?
Through talking to Muscle Warrior beneficiaries and their families it became clear that the potential you
have, following education, is often not realised. The aim of this pilot Pro-gramme is to enable young
people like yourself [age 18+] with Muscular Dystrophy and allied neuro muscular conditions to realise that
potential. Through this pilot Programme we would like to support you to give voice to your aspirations
with a work- related experience. We would like to do this in a way that is educational, fun and in keeping
with The Muscle Help Foundation’s aims. At the end of the 2-day Programme, there may be an opportunity
for you to take part, if you wish, in a flexible, supported voluntary work placement.

What will happen if I take part?
We are putting together an exciting interactive two-day Programme which will be held on 26-28 March
2017 and is being hosted by a world leading pharmaceutical company, Glaxo SmithKline, at their cuttingedge research and development laboratory in Stevenage, Hertfordshire. We will provide accommodation
for two nights for you along with your carer/family member.
In October 2017, we’re planning to deliver a final half-day / one day event to conclude the ‘Inspiring Hearts,
Engaging Minds’ Programme. This event will include a summary of the Programme and what has been
learned from it.
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What will the two-day Programme look like?
The Programme is being designed to be fun, interactive and responsive to your needs and will include
sessions on:

•

How to Network

•

Mindfulness

•

Producing a facilitated individual storyboard aligned to your aspirations and aims

•

Entrepreneurship – inspirational speaker

•

Communication skills in business

•

Building on Confidence

•

Opportunity to talk to engaged local businesses

How did this Programme come about?
The charity successfully secured funding from the Big Lottery People Projects to enable more young
people with muscular dystrophy and neuro muscular conditions to access development opportunities in
the workplace.

Who will be involved?
This two-day pilot programme will involve five Muscle Warriors as participants based with-in two hours’
catchment area of Hertfordshire. In addition, your carer/family member is invited to take part in this event.
The sessions within the two-day Programme are being run by experienced professionals within their field.
The Muscle Help Foundation is the sponsor and will be working closely with everyone involved to make
sure the Programme is a success and meets your needs.

What will happen next?
If you choose to take part you will be contacted by telephone by our very own Chief Muscle Warrior,
Michael McGrath, to explain the Programme further.
It is completely up to you whether you decide to take part or not. Please note that any information you
supply will only be used for the purposes outlined here.

What are the benefits of taking part?
By participating in this Programme you will be supported to give voice to your aspirations and develop
your skills to realise those aspirations. In addition to you as a participant, there are benefits for the
following stakeholders:

•

Organisations participating in the Programme

•

Further education institutions within Hertfordshire

•

Family members of each participant

•

Potential future participants
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Who should I contact if I have questions or would like further information?
If you have any questions or require any further information, you should ask to speak to Michael McGrath
at The Muscle Help Foundation in the first instance.

Now please see overleaf for further info about the Evaluation component
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Information Sheet about Evaluation for Young Person
Section 2. Evaluation of Inspiring Hearts, Engaging Minds
Why is the Programme Being Evaluated?
The evaluation will run alongside the overall Programme. The purpose of the evaluation is to learn how
best we can support young people with Muscular Dystrophy and neuro-muscular conditions to realise
their potential. This will support both future funding to allow us to roll this out as a distinct Muscle Dream
Programme in the future and will provide vital information to further education institutions and employers
on how best to support young people with disabilities, and their aspirations in the workplace.
All information gathered during the Programme and evaluation process will meet the strict ethical
standards of the University of Hertfordshire Ethics Committee. The information we collect from this
Evaluation will help other young people in the future, hopefully providing them with similar opportunities.

What is involved in the evaluation?
The evaluation involves completing some questionnaires and two interviews with Rachael Mellor from the
University of Hertfordshire. You will be asked to complete questionnaires at three separate points during
the Programme: two weeks before the event, two weeks after the event, and, if applicable, three months
after your potential placement. These can be done online, or in person - whichever is easier for yourself.
You will also be asked to take part in two interviews with Rachael Mellor: two weeks prior to the event,
and three months after your potential work placement. The interviews will be arranged at a time suitable
for you. They will audio-recorded, but all data will be held strictly confidential - see section about
confidentiality below. You can also pause at any time during the interviews or questionnaires for a break if
required.
In particular, the questions focus on your general health, quality of life and life engagement. The questions
would take approximately 1 and half hours.
All information gathered during the Programme and evaluation process will meet the strict ethical
standards of the University of Hertfordshire Ethics Committee and information about you will only be
shared with your consent.
Your participation in the evaluation will help other young people in future to have this opportunity. Please
do not hesitate to ask if anything is not clear or if you require any further information.

Do I have to take part?
You are under no obligation to take part in the evaluation. If you decide not to take part, you do not have
to give a reason, and you will still be able to participate in the Inspiring Hearts, Engaging Minds two-day
Programme. You are free to withdraw from the evaluation at any point, without giving and reason. You also
have the right to ask for all evaluation related data to be destroyed should you wish to do so.
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If you decide this is something you want to do, please discuss this with your carer/family member, or feel
free to con-tact Michael McGrath (MHF Founder & CEO) or someone from the University if you have any
concerns. Contact details can be found at the end of this document.

Will what I say be kept private?
All information given during the study will only be shared with the research team. All of the information
you give will be anonymised. The only time confidentially would need to be broken is if you mention
something that creates concern about your safety.
The data that we collect will be stored anonymously on encrypted media meeting data security standards
published in the relevant University Policy and will only be available to the research team. The recording
of the interview may be sent to an external company to be transcribed and this company will provide
assurance of confidentiality. While the results of this evaluation may be published, you will never be
identifiable from the report.
When the study is complete, data will be kept for a further five years and will be archived at the University
of Hertfordshire secure data storage facility.

I am happy to take part- what happens now?
Once you have read this information sheet, you will be asked to read and sign a consent form, or your
carer will be asked to sign on your behalf. Signing this form means you are happy to take part and
understand your rights as a participant in this evaluation.
If you think you would like to take part, Rachael Mellor will visit you at your home at a convenient time to
answer any questions and collect the consent form if you are happy to go ahead. At this visit you would
then be asked to complete the questionnaires and the interview. You will then arrange a date for Rachael
to come back to visit you for the second interview after the pilot Programme.

What if I’m not happy with something?
Although we hope it is not the case, if you have any complaints or concerns about any aspect of the way
you or your business have been treated during the course of this study, you may phone Dr. David Wellsted
(University of Hertfordshire) to discuss any is-sues you may have.

I have some questions about this research, who do I contact?
If you have any questions or concerns at any point during this process, please do not hesitate to contact
one of the individuals listed at the end of the document.
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Information Sheet for Evaluation for Carer
As a Muscle Warrior, and the carer/family member of a young person with Muscular Dystrophy, you have
been invited to take part in an exciting new Programme with the Muscle Help Foundation. Your young
person is taking part in the two-day event and the positive impact of this is being evaluated by the
University of Hertfordshire.
Along with your young person, you are also being be asked to complete a questionnaire and take part in
two interviews, with Rachael Mellor from the University of Hertfordshire.
The purpose of this information sheet is to inform you about your role in the evaluation of this Programme,
your confidentiality, and what to do if you have any concerns at any point.  
Please do not hesitate to ask if anything is not clear or if you require any further information.

Why is the Programme Being Evaluated?
The purpose of the evaluation is to learn how best we can support young people with Muscular Dystrophy
and neuro muscular conditions by helping them to realise their potential. This will support both future
funding to allow us to roll this out as a distinct Muscle Dream Programme in the future and will provide
vital information to further education institutions and employers on how best to support young people
with disabilities, and their aspirations in the workplace. We would also like to assess the potential impact
on the carers of the young people and identify the aspects which are most relevant to you, the carer
throughout this process.
All information gathered during the Programme and evaluation process will meet the strict ethical
standards of the University of Hertfordshire Ethics Committee and information about you will only be
shared with your consent.
Your participation in the evaluation will help other young people and their families in future to have this
opportunity.
Please do not hesitate to ask if anything is not clear or if you require any further information.

What is involved in the evaluation?
The evaluation involves being asked to complete a questionnaire and take part in two interviews held with
Rachael Mellor, a researcher from the University of Hertfordshire.
You will be asked to complete the questionnaire at two separate points during the pro-gramme: two
weeks before the event, and three months after your potential placement. This can be done online or on
paper. This should take about 40 minutes and can be done at your leisure. You can take a break at any
point.
You will be asked to take part in an interview with Rachael at two separate points during the process: two
weeks prior to the event, and three months after your potential placement. This should take about 1 hour
and will be done during the same visit that your young person will be interviewed.
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This interview will be audio-recorded, with this information being held strictly confidential (see
confidentiality notes). This will all be arranged at a time to suit you.

Do I have to take part?
You are under no obligation to take part. If you decide not to take part, your young per-son will still be
able to participate in the ‘Inspiring Hearts, Engaging Minds’ 2-day Pro-gramme.
All information that is collected from you during the course of the evaluation will be kept strictly
confidential. Only Rachael Mellor and the researchers who are running the study will have access to the
study data. The only time confidentially would need to be broken is if you mention something that creates
concern about your safety.
The data that we collect will be stored anonymously on a encrypted media meeting data security
standards published in the relevant UPR, and will only be available to the research team. The recording
of the interview may be sent to an external company to be transcribed and this company will provide
assurance of confidentiality. While the results of this evaluation may be published, you will never be
identifiable from the report.
When the study is complete, data will be kept for a further five years and will be archived at the University
of Hertfordshire secure data storage facility.

Will what I say be kept private?
All information given during the study will only be shared with the research team. All of the information
you give will be anonymised. The only time confidentially would need to be broken is if you mention
something that creates concern about your safety.
The data that we collect will be stored anonymously on encrypted media meeting data security standards
published in the relevant University Policy and will only be available to the research team. The recording
of the interview may be sent to an external company to be transcribed and this company will provide
assurance of confidentiality. While the results of this evaluation may be published, you will never be
identifiable from the report.
When the study is complete, data will be kept for a further five years and will be archived at the University
of Hertfordshire secure data storage facility.

What are the possible advantages and disadvantages?
There may be no direct benefits by taking part in the evaluation. However, this evaluation is very important
to the Muscle Help Foundation. To our knowledge it is the first Pro-gramme of its kind, and the evaluation
can help us find out about the value of this type of Programme. If the Programme is found to be a success,
the evaluation could help to ensure that other similar Programmes can be run in future.
There are no risks to be involved in this evaluation. Topics around muscle disease and employment are
sensitive and very personal in nature. However, you can refuse to answer any question that you feel is too
sensitive or if at any point in the interview you feel that you no longer wish to participate, please inform
Rachael Mellor who is happy to respect your wishes.

‘Inspiring Hearts, Engaging Minds’ (IHEM) Pilot Programme
IHEM-Evaluation-Summary-Report_Brand Compliant.indd 77

77
29/09/2020 06:59:37

I am happy to take part - what happens now?
Once you have read this information sheet, you will be asked to read and sign a consent form. Signing this
form means you are happy to take part and understand your rights as a participant in this evaluation.
After this, a link to the online questionnaire will be sent to you. You can complete this be-fore meeting
Rachael Mellor, or you can complete it face to face as part of your inter-view.
After this, you will have a chat with Rachael Mellor, who can tell you more about the interview.
You will then arrange a date for Rachael Mellor to come and meet and interview you.

What if I’m not happy with something?
Although we hope this is not the case, if you have any complaints or concerns about any aspect of the
way you have been approached or treated during the course of this evaluation, you may phone Dr David
Wellsted (University of Hertfordshire) to discuss any issues you may have.
If you remain unhappy and wish to complain formally, please write to the University’s Secretary and
Registrar, through contacting Lisa Toon (University of Hertfordshire).

I have some questions about this research, who do I contact?
If you have any questions or concerns at any point during this process, please do not hesitate to contact
one of the individuals below.

CONTACT DETAILS
For more information about the research Programme, please contact:

Michael McGrath
Founder & CEO
The Muscle Help Foundation
PO Box 155
Buntingford
UNITED KINGDOM
SG9 9XN

Dr David Wellsted
Centre for Life Span and Chronic Illness Research (CLiCIR)
Health Research Building
University of Hertfordshire
Hatfield
Herts, AL10 9AB
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Dr Sarah Jane Besser
Centre for Life Span and Chronic Illness Research (CLiCIR)
Health Research Building
University of Hertfordshire
Hatfield
Herts, AL10 9AB

Rachael Mellor
Centre for Life Span and Chronic Illness Research (CLiCIR)
Health Research Building
University of Hertfordshire
Hatfield
Herts, AL10 9AB

Thank you very much for reading this information.
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Day
Sunday
Sunday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Monday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday
Tuesday

Date
26th
26th
27th
27th
27th
27th
27th
27th
27th
27th
27th
27th
27th
27th
27th
27th
27th
27th
27th
27th
28th
28th
28th
28th
28th
28th
28th
28th
28th
28th
28th
28th
28th
28th
28th
28th
28th
28th

Location
Hotel
Hotel
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
Hotel
Hotel
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK
GSK

Date & Location

Start
TBC
TBC
9.10
9.30
10.00
10.15
11.15
11.35
13.05
14.05
14.05
14.05
15.05
15.20
15.20
15.20
16.20
16.35
17.00
19.00
9.10
9.30
9.45
10.00
10.00
10.00
11.00
11.20
11.20
11.20
12.20
14.00
14.00
14.00
15.00
15.20
16.20
17.00
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9.30
9.45
10.00
11.00
11.00
11.00
11.20
12.20
12.20
12.20
14.00
15.00
15.00
15.00
15.20
16.20
17.00

Finish
TBC
TBC
9.30
10.00
10.15
11.15
11.35
13.05
14.05
15.05
15.05
15.05
15.20
16.20
16.20
16.20
16.35
17.00
17.30

Time

Discuss storyboarding
Expression of Interest

Lunch

Inspirational Speaker

Games/Tasks/Projects

Sub Activity
Meet & Greet

Programme Activities

Prime Activity
Y P arrival
Welcome Dinner
Young People arrive at GSK
Welcome & Refreshements
Intos & Outline
Mindfulness Session
Tea & Coffee
Communications Activity
Lunch
Business No 1 Presentation
Storyboard session 1
Mindfulness/Meditation
Afternoon coffee
Business No 2 Presentation
Storyboard session 2
Mindfulness/Meditation
Evaluation Overview
wrap up
Young People return to Hotel
Muscle Warrior Dinner
Young People arrive at GSK
Welcome & Refreshements
Mindfulness Session
Business No 3 Presentation
Storyboard session 3
Purposeful Activity
Tea & Coffee
Business No 4 Presentation
Storyboard session 4
Purposeful Activity
Networking Session
Business No 5 Presentation
Storyboard session 5
Purposeful Activity
Afternoon coffee
Group Activity
Next Steps
Close

Schedule
Young
Carers
People
5
5
5
5
5
5
5
5
5
5
5
5
5
5
5
5
5
5
4
1
5
5
5
4
1
5
5
5
5
5
5
5
5
5
5
5
5
5
5
5
4
1
5
5
5
4
1
5
5
5
4
1
5
5
5
5
5
5
5
5
5
2
2
1
2

2

2

1
2
2
2
2

M&S
Present
2
2
2
2
1
2
2
2
2

0
0
1
Business
DR
EA
0
Business
DR
EA
AL
Business
DR
EA
0
DR
MM & EA

0

Business
DR
BB
DW

Deliverers
(who)
0
SD,
0
BB,DR,SD
MM
BB
0
SD,
BB,DR,SD
Business
DR
BB

1
1
1
0
1
1
1
1
1
1
1
0
1
2

0

0

0
3
1
1
3
1
3
1
1
1
3
1
1
1
1

0

No

SD

SD

SD

SD

0

0

1

1

1

1

0

0

1

1

SD

SD

0
0
0
0
0
0

0
0
0
0
0
0

Headcount
Facilitators
No
(who)
0
0

SW,SK,HD,LD,RM

SW,SK,HD,LD,RM

SW,SK,HD,LD,RM

5

5

5

2

5
5

SW,SK,HD,LD,RM
SW,SK,HD,LD,RM

SW,SK,HD,LD,RM
SW,SK,HD,LD,RM

2
5
5
5
5
5
5
5

2

No

SW, SK
SW,SK,HD,LD,RM
SW,SK,HD,LD,RM
SW,SK,HD,LD,RM
SW,SK,HD,LD,RM
SW,SK,HD,LD,RM
SW,SK,HD,LD,RM
SW,SK,HD,LD,RM

Support
Volunteers

1
1

1
1

1
1

1
1
1
1
1
1
1

1
1

0
1
1
1
1
1
1
1
1
1

Film

1
1

1

1

1

1

1

1
1
1
1
1
1

1

1

1

0
1
1
1
1
1
1
1
1

Photo

Logistics

14
14
16
22
19
20
22
20
22
11
4
6
20
11
4
6
11
12
15
14
14
14
14
11
4
6
14
11
4
6
15
11
4
6
14
16
13
12

Total
Rooms
0
0
0
0
0
0
0
0
0
0
1
1
0
0
1
1
1
0
0
0
0
0
0
0
1
1
0
0
1
1
0
0
1
1
0
0
0
0

Breakout
AV equipment
Stationary
Refreshements
White Flip Pens &
Projector Laptop Board Chart Paper T & C Food
0
0
0
0
0
Yes
No
0
0
0
0
0
Yes
Yes
0
0
0
0
0
No
No
0
0
0
0
0
Yes
No
1
1
0
1
0
No
No
1
1
1
1
1
No
No
0
0
0
0
0
Yes
No
No
No
0
0
0
0
0
Yes
Yes
1
1
1
1
1
No
No
0
0
0
0
0
No
No
0
0
0
0
0
No
No
0
0
0
0
0
Yes
Yes
1
1
1
1
1
No
No
0
0
0
0
0
No
No
0
0
0
0
0
No
No
0
0
0
0
0
No
No
No
No
0
0
0
0
0
0
0
Yes
Yes
0
0
0
0
0
No
No
Yes
No
No
1
1
1
1
1
No
No
0
0
0
0
0
No
No
0
0
0
0
0
No
No
0
0
0
0
0
Yes
No
1
1
1
1
1
No
No
0
0
0
0
0
No
No
0
0
0
0
0
No
No
Yes
Yes
1
1
1
1
1
1
1
1
1
1
No
No
0
0
0
0
0
No
No
0
0
0
0
0
No
No
0
0
0
0
0
Yes
No
1
1
1
1
1
No
No
No
No
No
No

APPENDIX 4

SCHEDULE & LOGISTICS OF
TWO
DAY PROGRAMME
Appendix 4 Schedule & Logistics of Two Day Programme
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APPENDIX 5
IHEM TWO DAY PROGRAMME & SAMPLE
PRESENTATIONS/HANDOUTS
See attached Programme Schedule and Facilitators documents
a) Schedule of Two Day Programme
b) Storyboards of IHEM Participants
c) Communication Presentation & Handouts
d) The Networking Mindset
e) Preparing for Adulthood (used in Feedback Day)
Appendix 6 Social Contract Template
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APPENDIX 6
SOCIAL CONTRACT TEMPLATE
‘INSPIRING HEARTS, ENGAGING MINDS’
PROGRAMME (IHEM)
SOCIAL CONTRACT
Agreement between [IHEM PARTICIPANT] and [COMPANY], for a flexible, supported and person-centred
work placement for a specified period during summer 2017.
Name of IHEM Participant
Name of Company
Name of Company contact (first point of
contact)
Name of Company contact (second
point of contact)
Name of Workplace Buddy
IHEM Participant:
Mobile
Home
Company contact:
Landline
Mobile
Workplace Buddy:
Landline
Mobile
Date of agreement
Expected duration of placement
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Name of IHEM Participant
Location of placement
Address of placement
Description of placement being offered
Expected working hours1
Objectives of the placement2

Please use space below

The number of hours are flexible and can be defined as total hours across the placement, or hours per
day, or week. The placement may include a phased start, with hours increasing, as agreed between the
IHEM Participant and business.
1

The objectives of the placement can be defined in a number of different ways, and may refer to a job or
project description. The objectives may also include information about any training that is expected as
part of the placement
2
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The IHEM Participant will agree to:
Commit to engaging in the work placement as described.
Ensure that all requirements are understood.
Participate in Company induction (appropriately adjusted for needs).
Follow any reasonable instructions and Company rules.
Be punctual, courteous and act in an appropriate manner for the workplace.
Follow Company requirements to be reimbursed for reasonable travel and lunch expenses, as agreed with
the Company at the outset of the work placement.
Communicate in a timely way with the Company’s first point of contact so that the Company is aware of:

•

any difficulties or challenges encountered

•

any changes in working patterns so that timelines can be adjusted appropriately

•

the potential to miss deadlines

•

if the IHEM Participant becomes ill or is unable to attend the work place due to transport
problems, so that alternative arrangements can be made.

Plan and deliver a presentation to share learnings and celebrate achievements with the Company and the
Muscle Help Foundation at the end of the work placement.
Contact the Company’s second point of contact if any concerns cannot be addressed with the Company’s
first point of contact.
Contact Michael McGrath, CEO, Muscle Help Foundation, in confidence if the IHEM Participant has any
concerns about the work placement.
If any concerns persist, contact Sonali Kumarakulasinghe, Governance & Organisational Development,
Muscle Help Foundation, as the second point of contact, in confidence.

Name of IHEM Participant:
Signature				Date
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The Company will agree to:
Liaise with the Muscle Help Foundation and the IHEM Participant so that an appropriate placement is put
in place.
Specify an appropriate work plan for the placement which takes account of the IHEM Participant’s needs.
Ensure that the IHEM Participant receives relevant induction and training required for the placement,
adjusted appropriately to take account of the IHEM Participant’s needs.
Ensure that suitable safeguarding arrangements are in place, and that the IHEM Participant has ready
access to their carer when working at the Company’s offices or at off-site meetings during the work
placement.
Provide appropriate supervision of tasks set, and monitoring of progress and performance.
Provide access to any suitable networks within the Company for the IHEM Participant, to broaden their
perspective, give them a voice and an additional layer of support and communication within the Company.
Provide supportive feedback to the IHEM Participant about engagement, progress, and performance.
Communicate with the IHEM Participant before and during the work placement, in a timely manner, about:

•

any changes in the workplace or contact arrangements

•

any challenges or difficulties encountered

•

flexible working arrangements that suit the participant, the business and the work involved.

•

flexible work location, for example, on site or remote or a mix

•

the duration of the work experience

•

the number of hours per week

•

appointing a business buddy, coach and/or mentor

•

making reasonable adjustments for example accommodating a power wheelchair, disabled
facilities, adaptive technology [if required]

•

accommodating a carer alongside the young participant

Reimburse the IHEM Participant for reasonable travel and lunch expenses, as agreed with the IHEM
Participant at the outset of the work placement.
Have regular periodic discussions with the Muscle Help Foundation during the work placement period to
ensure that the Social Contract is working effectively.
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Discuss with the Muscle Help Foundation point of contact any concerns about the work placement raised
by the IHEM Participant.

Name of Company Representative:
Signature				Date

Please provide a copy of completed documentation, in confidence, to the named persons below for
Evaluation of the IHEM Programme.
Michael McGrath, Founder & CEO, The Muscle Help Foundation
Dr David Wellsted, University of Hertfordshire

‘Inspiring Hearts, Engaging Minds’ (IHEM) Pilot Programme
IHEM-Evaluation-Summary-Report_Brand Compliant.indd 89

89
29/09/2020 06:59:41

90
IHEM-Evaluation-Summary-Report_Brand Compliant.indd 90

‘Inspiring Hearts, Engaging Minds’ (IHEM) Pilot Programme
29/09/2020 06:59:41

APPENDIX 7
GUIDANCE FOR WORKPLACE BUDDY
Muscle Help Foundation (MHF)
Guidance on Buddy role for IHEM Work Placement
Thanks so much for supporting the ‘Inspiring Hearts, Engaging Minds’ (IHEM) programme as a workplace
buddy to an IHEM participant.
The IHEM programme gives a voice and an opportunity to participants with muscular dystrophy and
allied neuro-muscular conditions, who have challenges accessing the world of work. The IHEM flexible,
supported work placement builds on the two-day IHEM programme’s aims to develop confidence,
communication skills and to engage in purposeful activity.
The key role of the buddy is central to the success of the work placement, and is a valuable development
opportunity for the buddy to develop teamwork and leadership skills.
The list below is neither prescriptive nor complete but rather has a few suggestions for how the buddy
might wish to support the IHEM participant.
At the end of the work placement, the charity would find it useful to understand which of these and other
support mechanisms the buddy utilised, to help inform future good practice. This will also form part of
the Evaluation by the University of Hertfordshire and information will be anonymised, unless approval is
granted.

BEFORE THE WORK PLACEMENT
•

Read the Social Contract, which forms the agreement between the Company and the
participant

•

Familiarise yourself with the skills, experience and interests of the participant – look at their
CV/bio

•

Arrange an informal meeting with the participant, either face-to-face or virtually, to introduce
yourself

•

Consider how your skills, experience and interests align and how you can best support the
participant and put them at ease

•

Ensure you know the support needs of the participant and what adjustments have been put
in place

•

Agree with your line manager your role and responsibilities as a buddy

•

Consider how being a buddy will support your professional development

•

Clarify expectations that the participant has from you so that there is a shared understanding
of the buddy role
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DURING THE WORK PLACEMENT
Overview
•

Be a friendly face and supportive colleague

•

Be a liaison between the carer and the participant ensuring participant’s personal needs are
met in the workplace

•

Support the participant so that they have a voice with their line manager and work colleagues

•

Regularly check that the participant’s access requirements are being met so that they can
make the most of the work placement opportunity

•

Provide and signpost relevant information

•

Answer questions – encourage them to ask

•

Listen to any concerns and provide informal support

•

Give feedback – be honest, constructive and considerate

•

Ask challenging questions – encourage reflective thinking

•

Identify areas of improvement within the organisation to support individuals with different
needs for the future

Induction
•

Warmly welcome the participant to the organisation

•

Pace the induction to meet participant needs – check understanding at regular intervals

•

Help the participant navigate their way around the department and site

•

Support them with varying aspects of their projects

•

Explain IT, telephone and other systems to them

•

Help them to understand informal structures and the organisational culture

•

Outline how structures support organisational objectives

•

Explain what may be obvious to you and others in the organisation

Workplace skills
•

Time management & self-management skills

•

Communication skills – written and verbal

•

Workplace etiquette

•

Meeting deadlines and why this matters
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Networking
•

Be a role model – show them how you network and maintain your network

•

Introduce them to other colleagues who are important to their role

•

Introduce them to other colleagues with shared interests or expertise

•

Introduce them to existing networks in the organisation e.g. interns, work placements,
graduate trainees, young professionals

•

Arrange to go for coffee or lunch so they feel part of the team

Continuing Professional Development
•

Identify learning opportunities for the participant

•

Support and advise the participant on their CV

•

Help the participant, with support from the line manager, to consider possible next steps
beyond the work placement outside the organisation

•

Help the participant to prepare their presentation for the end of placement

AFTER THE WORK PLACEMENT
•

Attend the IHEM Feedback session in October 2017 hosted by GSK (GlaxoSmithKline plc) and
MHF in Stevenage (date tbc) to share experiences and learnings

•

Participate in the post-work placement evaluation conducted by University of Hertfordshire
for IHEM

•

Maintain contact with the participant after the work placement, if both the buddy and
participant are in agreement, as a source of support

FURTHER GUIDANCE
•

Your line manager is your primary source of support in your role as a workplace buddy for the
IHEM participant

•

Sue McGrath (MHF) can also be contacted directly for specific guidance on supporting
individuals during the work placement.
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APPENDIX 8
CV Template for participants
NAME
FIRST LINE ADDRESS | CITY | POSTCODE
MOBILE | email address
PROFILE (optional)
A statement of 30-40 words that outlines firstly, your objectives and secondly, your work skills e.g. team
work, motivated by challenge. How you can add value to an organisation – what can you do for them?
This section can be detailed in a covering letter instead if you prefer.
EDUCATION
Highest Qualification e.g. BA Hons, A Level, GCSE’s              Start date-End date
Institution, City
•
•
•

Achievements including detailing grade(s) attained e.g. degree class, grades for each A level or GCSE
attained
Skills and knowledge gained through e.g. coursework, dissertation
Detail a module(s) that is relevant to the work you would like to do

Cont. as above with your next highest qualification. Summarise the grades from earlier qualifications.
WORK EXPERIENCE
Job title e.g. Work placement		
Organisation, City
•
•
•

Start date-End date

What you did, how did you contribute to the business, what was the impact – can you quantify it?
Skills developed; how did you demonstrate this e.g. managed my time effectively to complete x to a
high standard while also …..
Use action words e.g. analysed, designed, completed, created, communicated …

Cont. as above with previous experience. Voluntary/unpaid, part-time, work experience and
entrepreneurial activities all have value.
SKILLS & INTERESTS
•
•
•

One bullet point for each skill or interest/hobby
Include e.g. language skills, IT skills – and be specific e.g. proficient in MS Word
Opportunity to show soft skills that are transferable to work e.g. perseverance, team work through
participation in e.g. sport, music

Use positive action words that show your passion & commitment
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APPENDIX 9
CV CHECKLIST FOR PARTICIPANTS
Muscle Help Foundation (MHF)
CV Checklist for IHEM Participants
Whether you are creating a CV from scratch or updating an existing CV, this checklist should help you
finalise a strong CV that highlights what you can offer the world of work, whether in a paid role, as a
volunteer or as an entrepreneur.
Your CV is personal to you and the suggested template (attached with this document) is simply a starting
point to help you create a purposeful one page summary of your skills, experience and what you have to
offer.

CV CONTENT
The sections here correspond to the sections in the template CV.

Personal information
 Are the contact points (e.g. email address and telephone number) ones that you check
regularly?
 Does your email address sound professional?
 If you are on LinkedIn, do include an up to date LinkedIn profile?
 Do not include your age, gender, disability or a photo of yourself

Profile (optional)
 Is there a clear message about your skills and objectives?
 Is this message reinforced by the remaining sections of your CV?
 If not, would this information fit better in a covering letter?

Education
 Have you given most space to your most recent or relevant education?
 Have you summarised grades from your earlier education?
 Have you highlighted relevant modules, projects and dissertations? Any academic awards?
 Any key or relevant transferable skills highlighted?
 Is your education section easy to follow and consistent in approach?
 Anything else you should explain (e.g. course jargon, institution specific information)?
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Work experience
 Is this a comprehensive overview of all roles you have had e.g. paid, voluntary, one-off
projects?
 Have you included job title, dates, organisation name and location?
 Have you highlighted the skills used, the impact you had, and the significance of your
achievements?
 Have you used action words to outline what you achieved?

Skills and Interests
 Have you included your IT skills and your level of competence?
 Is there an example to show evidence of this?
 Have you included any languages you speak?
 Is there other information you can include e.g. driving licence, professional training courses,
community activities, Crowdfunding?
 Have you participated in an activity which is unique or an interesting discussion point?
 Have you used positive action words that say something about you?
 Do you show the link between your interests and workplace skills e.g. being part of a sports
team?

LAYOUT AND DESIGN
Rationale and targeting
 Will a one-page give you an opportunity to show your skills or should you consider a twopage CV?
 If you are creating a two-page CV is it concise and have impact?
 Is it ordered in a logical, clearly structured way?
 If you are preparing this for a specific role or organisation, have you targeted your experience
and skills to this?
 Is the structure and space allocation of sections appropriate to their importance?

Written Style
 Is the language positive and enthusiastic in tone?
 Have you checked the vocabulary, grammar, spelling and punctuation for errors?
 Is your CV jargon free and are acronyms explained?
 Are capital letters used correctly?
 Have you asked a friend or family member to proofread for errors?
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Presentation
 Have you used a clear and professional font e.g. Arial, Calibri?
 Does your CV have well-spaced sections?
 Is it easy to scan read? Does the most relevant content stand out?
 Are all the dates mentioned in your CV formatted and positioned in the same way so an
employer can scan over them?
 Have you saved your final CV as a PDF so that formatting is retained?

FURTHER GUIDANCE
•

Your IHEM network, e.g. buddy, manager, may help you develop your CV.

•

Sue McGrath (MHF) can also be contacted for specialist guidance.
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APPENDIX 10
DISABILITY GUIDANCE FOR BUSINESSES
REASONABLE ADJUSTMENTS
The duty to make reasonable adjustments aims to make sure that as a disabled person, you have, as far as
is reasonable, the same access to everything that is involved in getting and doing a job as a non-disabled
person.
When the duty arises, the employer is under a positive and proactive duty to take steps to remove or
reduce or prevent the obstacles you face as a disabled worker or job applicant.
Employers must make reasonable adjustments to ensure disabled workers (incl contract workers, trainees,
apprentices & business partners) aren’t seriously disadvantaged when doing a jobs
A reasonable adjustment is a fair, sensible and simple change that can be made to support disabled
volunteers. Most adjustments are relatively inexpensive, if not free.

THIS INCLUDES
•

Making reasonable adjustments during the recruitment process

•

Doing things another way - e.g. allowing someone with social anxiety disorder to have their
own desk instead of hot-desking

•

Making physical changes - e.g. installing a ramp for a wheelchair user

•

Letting a disabled person work on the ground floor (wheelchair user)

•

Changing their equipment - e.g. providing a special keyboard

•

Offering training opportunities, recreation & refreshment facilities

HELP & ADVICE
You can get advice on reasonable adjustments from the Disability Employment Adviser (DEA) at your
local Jobcentre Plus office, or the Disability Employment Service if you’re in Northern Ireland.
There’s more detail about employers’ obligations and how to meet them on the Equality and Human
Rights Commission website.
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DOC SOURCE
https://www.gov.uk/reasonable-adjustments-for-disabled-workers

Changes to policies & the way an organisation usually does things
The first requirement involves …
Changing the way things are done (equality law talks about where the disabled job worker is put at a
substantial disadvantage by a provision, criterion or practice of their employer).
This means the employer must look at whether they need to change some written or unwritten policies,
and/or some of the ways they usually do things, to remove or reduce barriers that would place you at a
substantial disadvantage, for example, by stopping you working for that employer or applying for a job
with that employer or stopping you being fully involved at work.

Dealing with physical barriers in the workplace
The second requirement involves …
Making changes to overcome barriers created by the physical features of an employer’s workplace.
This means your employer may need to make some changes to their building or premises.
Exactly what kind of change the employer makes will depend on the kind of barriers the premises present
to you. The employer will need to consider the whole of their premises. They may have to make more than
one change.
Physical features include: steps, stairways, kerbs, exterior surfaces and paving, parking areas, building
entrances and exits (including emergency escape routes), internal and external doors, gates, toilet and
washing facilities, public facilities (such as telephones, counters or service desks), lighting and ventilation,
lifts and escalators, floor coverings, signs, furniture, and temporary or movable items (such as equipment
and display racks). Physical features also include the sheer scale of premises (for example, the size of a
building). This is not an exhaustive list.

•

Physical features could be something to do with the structure of the actual building itself like
steps, changes of level, emergency exits or narrow doorways.

•

Or it could be something about the way the building or premises have been fitted out, things
like heavy doors, inaccessible toilets or inappropriate lighting.

•

It could even be the way things are arranged inside the premises such as fixtures and fittings
like shelf heights in storage areas or fixed seating in canteens.
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FOR EXAMPLE
An employer has recruited a worker who is a wheelchair user and who would have difficulty negotiating
her way around the office. In consultation with the new worker, the employer rearranges the layout of
furniture in the office. The employer has made reasonable adjustments.

Providing extra equipment, aids or services
The third requirement of the duty involves …

Providing extra equipment - which equality law calls auxiliary aids - and auxiliary services, where someone
else is used to assist you, such as a reader, a sign language interpreter or a support worker.
This means an employer may need to provide some extra equipment, auxiliary aids or services for you if
you work for them or apply for a job with them.
An auxiliary aid or service may make it easier for you to do your job or to participate in an interview or
selection process. So the employer should consider whether it is reasonable to provide this.
The kind of equipment or aid will depend very much on:

•

You as an individual disabled person and

•

The job you are or will be doing or what is involved in the recruitment process.

What is meant by reasonable?
An employer only has to do what is reasonable.
Various factors influence whether a particular adjustment is considered reasonable.
The test of what is reasonable is ultimately an objective test and not simply a matter of what you or
your employer may personally think is reasonable.
When deciding whether an adjustment is reasonable an employer can consider:

•

How effective the change will be in avoiding the disadvantage you would otherwise
experience

•

Its practicality

•

The cost

•

Their organisation’s resources and size

•

The availability of financial support.
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The employer’s overall aim should be, as far as possible, to remove or reduce any substantial disadvantage
faced by you as a worker which would not be faced by a non-disabled person.

Who pays for reasonable adjustments?
If something is a reasonable adjustment, the employer must pay for it.
The cost of an adjustment can be taken into account in deciding if it is reasonable or not.
However, there is a government scheme called Access to Work which can help you if your health or
disability affect your work. They help by giving advice and support.
Access to Work may also be able to help with extra costs which would not be reasonable for your
employer to pay.

What sort of reasonable adjustments do we have to make for a volunteer with a disability?
These provisions under the Equality Act 2010 may apply to volunteers in certain circumstances – this
will depend on the type of organisation with which they volunteer and the nature of the volunteering
opportunity. In any event, organisations with paid staff and those providing services to clients need to be
aware of their obligations to provide reasonable adjustments to enable people with a disability to gain
paid employment and to access services.
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Some adjustments that organisations providing services should make to meet their obligations under the
Act will benefit volunteers, any paid staff and clients as well – for example, making sure their premises
are accessible to people with a physical disability. An adjustment would not be considered reasonable
if the organisation could not afford it, or if people with a disability could not participate even after the
adjustments were made.
It’s good practice to ask a volunteer with a disability what changes could be made to the role to
accommodate their disability.
These don’t need to be expensive – for example, they may need to take more frequent breaks.
Regardless of whether an organisation may be legally required to make a particular adjustment for a
volunteer, it is good practice for organisations to be as accommodating as is reasonably practical of
the diversity of people wanting to volunteer with them.

Reasonable adjustments in practice
Making adjustments to premises:
For example:
An employer makes structural or other physical changes such as widening a doorway, providing a ramp or
moving furniture for a wheelchair user; relocates light switches, door handles, or shelves for someone who
has difficulty in reaching; or provides appropriate contrast in decor to help the safe mobility of a visually
impaired person.

Allocating some of your duties to another person:
For example:
An employer reallocates minor or subsidiary duties to another worker as a disabled worker has difficulty
doing them because of their disability. For example, the job involves occasionally going onto the open roof
of a building but the employer transfers this work away from a worker whose disability involves severe
vertigo.

Altering your hours of working or training:
For example:
An employer allows a disabled person to work flexible hours to enable them to have additional breaks
to overcome fatigue arising from their disability. It could also include permitting part time working, or
different working hours to avoid the need to travel in the rush hour if this is a problem related to an
impairment. A phased return to work with a gradual buildup of hours might also be appropriate in some
circumstances.
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Assigning you to a different place of work or training:
For example:
An employer relocates the workstation of a newly disabled worker (who now uses a wheelchair) from an
inaccessible third floor office to an accessible one on the ground floor. If the employer operates from more
than one workplace, it may be reasonable to move the worker’s place of work to other premises of the
same employer if the first building is inaccessible and the other premises are not.

Allowing you to be absent during working or training hours for rehabilitation, assessment or
treatment:
For example:
An employer allows a disabled person who has recently developed a condition to have more time off work
than would be allowed to non-disabled workers to enable them to have rehabilitation. A similar adjustment
would be appropriate if a disability worsens or if a disabled worker needs occasional treatment anyway.
Giving, or arranging for, training or mentoring (whether for you or for other people). This could be training
in particular pieces of equipment which you will be using, or an alteration to the standard workplace
training to reflect your particular impairment:
For example:
All workers are trained in the use of a particular machine but an employer provides slightly different or
longer training for an employee with restricted hand or arm movements, or training in additional software
for a visually impaired person so that they can use a computer with speech output.
For example:
An employer provides training for workers on conducting meetings in a way that enables a Deaf staff
member to participate effectively.
For example:
A disabled person returns to work after a six-month period of absence due to a stroke. Their employer
pays for them to see a work mentor, and allows time off to see the mentor, to help with their loss of
confidence following the onset of their disability.

Acquiring or modifying equipment:
For example:
An employer might have to provide special equipment (such as an adapted keyboard for someone
with arthritis or a large screen for a visually impaired person), an adapted telephone for someone with
a hearing impairment, or other modified equipment for disabled workers (such as longer handles on a
machine).
The employer does not have to provide or modify equipment for personal purposes unconnected with
your job, such as providing a wheelchair if you need one in any event but do not have one. This is because
in this situation the disadvantages you are facing do not flow from things your employer has control over.
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Modifying instructions or reference manuals:
For example:
The format of instructions and manuals might need to be modified for some disabled workers (such as
being produced in Braille or on audio CD) and instructions for people with learning disabilities might need
to be conveyed orally with individual demonstration or in Easy Read.

Modifying procedures for testing or assessment:
For example:
A worker with restricted manual dexterity who was applying for promotion would be disadvantaged by a
written test, so the employer gives that person an oral test instead.

Providing a reader or interpreter:
For example:
An employer arranges for a colleague to read hard copy post to a worker with a visual impairment at
particular times during the working day. Alternatively, the employer might hire a reader.

Providing supervision or other support:
For example:
An employer provides a support worker or arranges help from a colleague, in appropriate circumstances,
for someone whose disability leads to uncertainty or lack of confidence.

Allowing you to take a period of disability leave:
For example:
A worker who has cancer needs to undergo treatment and rehabilitation. Their employer allows a period of
disability leave and permits them to return to their job at the end of this period.

Participating in supported employment schemes, such as Work step:
For example:
A person applies for a job as an office assistant after several years of not working because of depression.
They have been participating in a supported employment scheme where they saw the job advertised. As
a reasonable adjustment the person asks the employer to let them make private phone calls during the
working day to a support worker at the scheme.

Employing a support worker to assist a disabled worker:
For example:
An adviser with a visual impairment is sometimes required to make home visits to clients. The employer
employs a support worker to assist them on these visits.
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Modifying disciplinary or grievance procedures.
For example:
A worker with a learning disability is allowed to take a friend (who does not work with them) to act as
an advocate at a meeting with the person’s employer about a grievance. Normally the employer allows
workers to be accompanied only by work colleagues. The employer also makes sure that the meeting is
conducted in a way that does not disadvantage or patronise the disabled worker.

Adjusting redundancy selection criteria:
For example:
A worker with an autoimmune disease has taken several short periods of absence during the year because
of the condition. When their employer is taking the absences into account as a criterion for selecting
people for redundancy, they discount these periods of disability-related absence.

Modifying performance-related pay arrangements:
For example:
A worker person who is paid purely on their output needs frequent short additional breaks during
their working day – something their employer agrees to as a reasonable adjustment. It is likely to be a
reasonable adjustment for their employer to pay them at an agreed rate (e.g. their average hourly rate) for
these breaks.

It may sometimes be necessary for an employer to take a combination of steps:
A woman who is blind is given a new job with her employer in an unfamiliar part of the building. The
employer arranges facilities for her assistance dog in the new area arranges for her new instructions to be
in Braille, and provides disability equality training to all staff.
In some situations, a reasonable adjustment will not work without the co-operation of other workers.
Your employer’s other staff may therefore have an important role in helping make sure that a reasonable
adjustment is carried out in practice. Your employer must make this happen. It is unlikely to be a valid
‘defence’ to a claim under equality law for a failure to make reasonable adjustments for an employer to
argue that an adjustment was unreasonable because other staff were obstructive or unhelpful when the
employer tried to make an adjustment happen. The employer would at least need to be able to show that
they took all reasonable steps to try and resolve the problem of the attitude of their other staff.
For example:
An employer makes sure that a worker with autism has a structured working day as a reasonable
adjustment. As part of the reasonable adjustment, it is the responsibility of the employer to make sure that
other workers co-operate with this arrangement.
If you do not want your employer to involve other workers, the employer must not breach your
confidentiality by telling them about your situation.
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But if you are reluctant for other staff to know about your impairment, and your employer believes that
a reasonable adjustment requires the co-operation of your colleagues, it may not be possible for the
employer to make the adjustment unless you are prepared for some information to be shared. It does not
have to be detailed information, just enough to explain to other staff what they need to do.

Putting the guidance into practice
What could we do to ensure the volunteer gets the support they need to carry out their role?
It is important to spend time talking with them, and ask them if they feel they need any additional support
to effectively carry out their role.
Some disabled people may not want or need additional support – however if they do need small
adjustments to be made and these are reasonable, put them in place.
If you need some guidance on what is considered a reasonable adjustment, we would be happy to discuss
this further with you – in addition, a conversation with your local Job Centre may be useful in helping with
all/some of the following:

•

Assess if adjustments required are reasonable

•

Request information and resources from disability specific organisations

•

Discuss your concerns and provide some advice and guidance

•

Request funding and arrange for equipment/resource/service to be purchased (or produced
in-house)

Remember some disabled people don’t say ‘I have a disability’ or ‘I’m disabled’. They may explain it
differently e.g. ‘I get easily stressed so I need a routine’.
Not all disabilities are visible, and many disabled people have conditions that are not immediately
apparent e.g. dyslexia, heart disease, depression etc...
People who have an invisible disability will be more likely to tell us about it if we create an open and
accommodating volunteering experience where they know they can come to us to discuss problems in
confidence.

FURTHER USEFUL INFORMATION
Equality & Human Rights Commission
https://www.equalityhumanrights.com/en/multipage-guide/employing-people-workplace-adjustments

Citizens Advice
https://www.citizensadvice.org.uk/law-and-courts/discrimination/what-are-the-different-types-ofdiscrimination/duty-to-make-reasonable-adjustments-for-disabled-people/
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GOV.UK
https://www.gov.uk/reasonable-adjustments-for-disabled-workers

Scope
https://www.scope.org.uk/support/disabled-people/work/reasonable

AbilityNet
https://www.abilitynet.org.uk/workplace/understanding-reasonable-adjustments

GOV.UK – DWP GUIDANCE
Employing disabled people and people with health conditions
https://www.gov.uk/government/publications/employing-disabled-people-and-people-with-healthconditions/employing-disabled-people-and-people-with-health-conditions

Disability Confident: how to sign up to the employer scheme
The governments Disability Confident scheme aims to help employers make the most of the opportunities
provided by employing disabled people.
It is voluntary and has been developed by employers and disabled people’s representatives.
The Disability Confident scheme has 3 levels that have been designed to support you on your Disability
Confident journey.
You must complete each level before moving on to the next.
It is free to sign up and use our guidance.

LEVEL 1
Disability Confident committed employer
To start your Disability Confident journey, you’ll need to sign up with your commitment. This involves:

•

Providing your contact details

•

Signing up to the Disability Confident commitments

•

Identifying at least one thing that you can do that will make a difference for disabled people
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When you have signed up, we’ll send you:

•

A certificate in recognition of your achievement

•

A badge to use on your website & other info for 12 months

•

A self-assessment to help you continue your journey to becoming a Disability Confident
employer

Read more about how to become a Disability Confident committed employer:

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/564821/disabilityconfident-employer-pack-level-1.pdf

LEVEL 2
Disability Confident employer
To become a Disability Confident employer, you’ll need to self-assess your business against a set of
statements grouped into 2 themes:

•

Getting the right people for your business

•

Keeping and developing your people

When we receive your self-assessment, we’ll send you:

•

A certificate in recognition of your achievement

•

A badge to use on your website & other materials for 2 years

•

Information to help you continue your journey to becoming a Disability Confident leader

Read more about how to become a Disability Confident employer:
https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/564822/disabilityconfident-employer-pack-level-2.pdf
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LEVEL 3
Disability Confident leader
By stepping up to become a Disability Confident leader, your business can gain recognition. You’ll be
acting as a champion within your local and business community, your supply chain and your networks.
You’ll be showing disabled people that you are serious about leading the way and about helping other
businesses become Disability Confident.
To become a Disability Confident leader, you’ll need to:

•

Have your self-assessment validated from outside your business

•

Show what you have done as a Disability Confident leader

When we receive your validated assessment, we’ll send you a badge to use on your website and other
materials for 3 years.

Read more about how to become a Disability Confident leader:

https://www.gov.uk/government/uploads/system/uploads/attachment_data/file/585986/disabilityconfident-leader-level-3-pack.pdf

DISABILITY CONFIDENT DOC SOURCE
https://www.gov.uk/guidance/disability-confident-how-to-sign-up-to-the-employer-scheme
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The Muscle Help Foundation is a
unique, multi-award winning, small
charity, rooted in family values,
delivering transformational experiences
in the UK called ‘Muscle Dreams’ for
children and young people (8-28yrs)
with the muscle wasting disease,
Muscular Dystrophy (MD) and allied
neuromuscular conditions.
Since inception in 2003, the charity’s
vision has grown from a big idea, to a
life changing reality, touching the lives
of thousands of people across the UK.
Today, it’s impact and reach continues
to grow.
With your support, the charity will
surpass its target of delivering 657
‘Muscle Dreams’, that’s one life changing
experience for every muscle in the
human body. To learn more about its
impact, get involved and discover how
your support can help change lives and
give hope, contact us today – as we say,
that’s the #powerof657
For more information, please contact:
Michael McGrath, Founder & CEO
The Muscle Help Foundation
T: +44 (0) 1763 274658
E: info@musclehelp.com

UK Head Ofﬁce
PO Box 155, Buntingford
United Kingdom, SG9 9XN
musclehelp.com/powerof657
@musclewarrior
TheMuscleHelpFoundation
@musclewarrior657
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