
Supplementary File 4: Draft recommendations (detailed and abbreviated versions) following the 

first stage of the study (September 2020), with indications of sources for each recommendation 

Recommendation in full Abbreviated 

recommendation for 

stakeholder survey 

Source  

A = Survey 1 categories of 

response to the question: what do 

you feel that you need help with? 

N=72 respondents with COVID-19 

B = Survey 1 frequencies of 

response from people with 

ongoing symptoms / challenges of 

COVID-19, and Likert scores 

relating to how much each 

symptom challenge is bothering 

them (not at all – extremely) 

C: Feedback on first draft of 

recommendations from people 

who have had COVID-19 

1. There should be international 

recognition of the longer-term 

experiences of people who 

have had COVID-19 and agreed 

terminology for this.  

1. The longer-term 

experiences of 

people who have 

had COVID-19 

should be 

recognised 

internationally. 

A: ‘Recognition and belief in 
ongoing symptoms ‘Long Covid’: 
13% of respondents 

B: 85 out of 130 people with 

COVID-19 did not feel they had 

recovered when completing the 

survey  

2. People should not experience 

discrimination in relation to 

diagnosis of longer-term 

conditions relating to COVID-

19, or relating to service 

provision, whether they have 

had a formal diagnosis based 

on a positive COVID-19 

diagnostic or antibody test 

result, whether they were in 

hospital due to COVID-19, or 

whether they were diagnosed 

with severe illness by a 

medical professional. This 

should be carefully considered 

in referral protocols and 

communications from services. 

2. Receiving diagnosis 

and treatment of 

longer-term 

conditions relating 

to COVID-19 should 

be equal for 

everyone whether 

or not they were in 

hospital or had a 

positive test.  

A: ‘No discrimination between 
people diagnosed through testing 

/ hospitalised or not / recorded 

severity of infection’: 7% of 
respondents  

‘COVID-19 diagnosis (reliable and 

accurate diagnostic and antibody 

tests)’: 6% of respondents 

B: 20 out of 130 people with 

COVID-19 had received a positive 

diagnostic test.  

C: Ideally include antibody tests to 

provide evidence of illness due to 

lack of reliability of diagnostic tests  

3. National guidelines should be 

developed in collaboration 

with people who have 

3. There should be 

national guidelines 

to help develop 

A: ‘Greater knowledge and 
understanding of possible 

experiences after having COVID-19 
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experienced COVID-19, 

regarding the short and long-

term implications of COVID-19 

to support policy and service 

provision in health, social care, 

community development and 

third sector organisations. 

coordinated policy 

and services across 

sectors that 

improve the 

experiences of 

people 

experiencing 

COVID-19 and its 

impacts.  

and long-term health implications 

among health professionals 

internationally’: 42% of 
respondents 

‘Consistent guidance agreed 
between organisations and 

agencies’: 1% of respondents 

B: For those who did not feel they 

had recovered from COVID-19, 59 

ticked the ‘other’ option for the 
question about what symptoms / 

challenges were still bothering 

them; this option achieved the 

highest mean Likert score 

indicating that the issues were 

bothering people ‘extremely’. The 
open response area for details of 

these other symptoms / challenges 

included a wide variety of 

distressing ongoing issues.  

C: Guidelines should be informed 

by people with lived experience.  

4. National guidelines should be 

developed in collaboration 

with people who have 

experienced COVID-19 to 

support workplaces in 

providing support for flexible 

and phased return to work 

after COVID-19 with 

reasonable adjustments in 

place. 

4. There should be 

national guidelines 

to help people 

return to their 

workplace in a way 

that supports their 

recovery. 

A: ‘Flexible or phased return-to-

work arrangements’: 10% of 
respondents  

‘Greater knowledge and 
understanding of possible 

experiences after having COVID-19 

in the workplace’: 6% of 
respondents 

‘Consistent guidance agreed 
between organisations and 

agencies’: 1% of respondents 

B: For those who did not feel they 

had recovered from COVID-19, 

mean Likert scores for the degree 

of ‘bother’ caused by ongoing 

symptoms / challenges varied 

from 2 – 3.4  

All caused ‘a little bother’ or more; 
with most causing higher levels of 

bother (mean scores 2 moderate 

to 3.4 quite a bit); highest 

prevalence and scores were for 

fatigue, other, getting around and 
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self-care, all of which suggest 

difficulty with life roles 

C: Guidelines should be informed 

by people with lived experience. 

Consider the needs of smaller 

organisations and charities.  

5. It would be beneficial to 

develop a central and 

interactive online resource 

that is easy for people to 

locate when they need it, 

which has information, 

guidance and signposting for 

people who have had COVID-

19 and people who are 

supporting them. This should 

include self-help information 

on coping strategies and 

should be developed in 

collaboration with people who 

have varied experiences of 

COVID-19. 

5. There should be a 

central, interactive 

online resource 

that helps people 

find appropriate 

support at the time 

when they need it, 

developed 

together with 

people who have 

experienced 

COVID-19. 

A: ‘Support with feelings of fear 
and abandonment’: 11% of 
respondents 

‘Support to know who to ask for 
help’: 1% of respondents 

‘Financial support’: 4% of 
respondents 

B: On average (2.69 on a 5-point 

rating scale), people with COVID-

19 symptoms (or diagnosis) 

reported that either they weren’t 
able to get all the help they 

needed by their GP or that they 

did not need help. 

C: Resources should be informed 

by people with lived experience. 

The recovery portal in England was 

not and has focused on 

hospitalised patients.  

6. It would be beneficial for 

people with greater need for 

support, and/or who find it 

difficult to interact with online 

support, to have access to 

telephone or other remote 

coaching and signposting to 

support them in accessing 

financial, community and/or 

social support. 

6. Where people 

need more support 

or find it hard to 

use online 

resources, they 

should be able to 

talk to someone on 

the telephone 

about how to find 

financial, 

community, and/or 

social support. 

A: ‘Support with feelings of fear 
and abandonment’: 11% of 
respondents 

‘Support to know who to ask for 
help’: 1% of respondents 

‘Support to be present for end of 
life of friends / family members’: 
1% of respondents  

‘Social interaction with close 
family / friends’: 2% of 
respondents 

‘Support with feelings of loneliness 
and isolation’: 5% of respondents  
‘Support with lack of physical 
connection with others’: 1% of 
respondents 

‘Interaction with compassionate 
and/or understanding others’: 3% 

‘Financial support’: 4% of 
respondents 

BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open

 doi: 10.1136/bmjopen-2021-056568:e056568. 12 2022;BMJ Open, et al. Bulley C



B: On average (2.69 on a 5-point 

rating scale), people with COVID-

19 symptoms (or diagnosis) 

reported that either they weren’t 
able to get all the help they 

needed by their GP or that they 

did not need help. 

C: Support should be informed by 

people with lived experience. 

7. It would be beneficial for 

people to receive person-

centred and responsive 

support by local health 

services with excellent 

communication and timely 

referral for investigations and 

specialist support where 

required for people who think 

they have physical and/or 

mental health needs that 

relate to COVID-19. Ideally this 

would be through the 

provision of multidisciplinary 

COVID Clinics and local plans 

should be coordinated by a 

named responsible person.  

7. People need 

person-centred 

support from their 

local health-

services where 

they are referred 

quickly for 

investigations and 

specialist support 

relating to physical 

and/or mental 

health needs, 

ideally through 

COVID-19 Clinics. 

A: ‘Responsive General 
Practitioner services’: 39% of 
respondents  

‘Rehabilitation and support for 
Long Covid’: 35% of respondents  
‘Medical investigations’: 19% of 
respondents 

‘Referral to specialist services’: 
15% of respondents  

‘No discrimination between 
people diagnosed through testing 

/ hospitalised or not / recorded 

severity of infection’: 7% of 
respondents  

‘Transportation to medical 
appointments’: 1% of respondents  
B: For those who did not feel they 

had recovered from COVID-19, a 

wide variety of options in the list 

provided, and ‘other’ symptoms 
/challenges were selected by 

participants who had multiple 

concerns that caused them 

substantial distress / bother.  

Further analysis suggested that the 

more ongoing challenges a person 

has when still recovering from 

COVID-19, the more likely they are 

to experience a greater degree of 

difficulty from these symptoms. 

C: Support should be informed by 

people with lived experience. 

Specialist referrals are definitely 

needed initially but multi-

disciplinary COVID-19 clinics are 

important. Some people are 
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having to access private support 

but people still don’t have 
sufficient expertise in enough 

areas  

8. People should receive support 

while they recover when 

needed in relation to self-care, 

domestic tasks, and caring 

responsibilities, with guidance 

and support for 

decontamination of the self-

isolation space.  

8. While they are 

recovering, people 

should have help 

with self-care, 

caring for others, 

and domestic 

tasks, including 

decontamination 

of the self-isolation 

space. 

A: ‘Practical domestic support’: 
11% of respondents  

‘Support with self-care’: 4% of 
respondents  

Support with family and caring 

responsibilities’: 8% of 
respondents  

B: For those who did not feel they 

had recovered from COVID-19, 16 

participants indicated that they 

were experiencing difficulties with 

self-care, and the degree of 

difficulty experienced from this 

varied from ‘moderate’ to 
‘extreme’.  
C: Feedback from a person who 

has Long COVID-19 relating to the 

need for guidance 

9. People should be able to 

access specialist talking and 

therapy services (through 

health and social services 

and/or the Third Sector) to 

cope with loss, isolation, 

anxiety, depression and post-

traumatic stress symptoms 

following illness and isolation. 

9. People should be 

able to access 

specialist therapy 

services that can 

help them cope 

with the impacts of 

COVID-19 on their 

mental health. 

A: ‘Support for mental health: loss, 

fear, guilt, anger, post-traumatic 

stress symptoms, isolation, 

anxiety, depression’: 33% of 
respondents  

C: This was strongly reinforced by 

people giving feedback.  

10. People should be able to 

access rehabilitation and step-

down or intermediate care 

services to help them with 

challenges such as physical 

deconditioning, neurological 

symptoms, fatigue, pain, 

walking, difficulty with self-

care and home care, and to 

build their confidence and 

knowledge of what is safe 

when returning to physical 

activity and exercise. This 

should include specialist 

10. People should be 

able to access 

rehabilitation from 

the appropriate 

professionals to 

help them with the 

physical impacts of 

COVID-19 and help 

them safely 

increase their 

activities.  

A: ‘Support to participate in life 
roles and activities’: 11% of 
respondents 

‘Support with pain’: 13% of 
respondents  

‘Support to increase mobility’: 6% 
of respondents  

‘Support to develop strategies for 
coping with symptoms’: 7% of 
respondents  

‘Support with fatigue 
management’: 11% of respondents 

‘Support with respiratory 
symptoms’: 11% of respondents  
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nursing, occupational therapy, 

and physiotherapy as 

appropriate. 

‘Support for energy and 
motivation’: 3% of respondents  
‘Support with disturbed sleep’: 3% 
of respondents  

‘Support with concentration and 
memory’: 7% of respondents 

‘Support with neurological 
symptoms’: 1% of respondents 

B: For those who did not feel they 

had recovered from COVID-19, the 

following numbers of participants 

experienced challenges that would 

benefit from rehabilitation:  

16 with self-care;   

49 with mobility;  

82 with fatigue;   

56 with shortness of breath;  

18 with cough;   

43 with home care 

59 with other symptoms / 

challenges affecting most bodily 

systems.  

11. People should be able to 

access exercise and health 

promotion professionals who 

can support their safe return 

to, and progression of physical 

activity and exercise 

participation, and facilitate use 

of local services and amenities, 

in order to support recovery of 

physical and mental health.  

11. People should have 

support from 

exercise and health 

promotion 

professionals to 

help them safely 

increase their 

physical activity 

and exercise after 

COVID-19. 

A: ‘Support to return to physical 
activity and exercise’: 4% of 

respondents  

B: For those who did not feel they 

had recovered from COVID-19, 49 

people were having difficulties 

with mobility and 82 with fatigue,  

alongside all the other symptoms / 

challenges mentioned which 

would increase fear of being 

physically active.   

C: It is important to consider safety 

to exercise as people with Long 

COVID-19 are terrified especially 

due to evidence for some of 

asymptomatic cardiac 

involvement. Graded exercise 

therapy has been noted by NICE 

but this is not appropriate.  

12. There should be support for 

the development and ongoing 

provision of a network of local 

and national support groups 

12. There should be 

support for the 

development and 

ongoing provision 

A: ‘Support with feelings of fear 
and abandonment’: 11% of 
respondents 

‘Support with feelings of loneliness 
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for people who are recovering 

from COVID-19 

of a network of 

local and national 

support groups for 

people who are 

recovering from 

COVID-19 

and isolation’: 7% of respondents  
‘Support to know who to ask for 
help’: 1% of respondents  

‘Interaction with compassionate 
and/or understanding others’: 3% 
of respondents 

‘Holistic support’: 1% of 
respondents  

B: The wide variety of symptoms / 

challenges described can be better 

explored in a network of support  

13. There should be careful 

consideration of whether 

people who are recovering 

from COVID-19 should be 

included in any future list of 

people who need to ‘shield.’ 

13. There should be 

careful 

consideration of 

whether people 

who are recovering 

from COVID-19 

should be included 

in any future list of 

people who need 

to ‘shield.’ 

C: Sourced from feedback with 

people who have had COVID-19 

14. The needs of people after 

COVID-19 and relevant 

strategies and interventions 

should be included in the 

education of people studying 

to enter professions involved 

in supporting people after 

COVID-19 and in the 

continuing professional 

development of people who 

are working in such 

professions.  

14. Professionals who 

work with people 

who have had 

COVID-19 should 

be educated about 

their experiences, 

needs, strategies 

and interventions.  

A: ‘Greater knowledge and 
understanding of possible 

experiences after having COVID-19 

and long-term health implications 

among health professionals 

internationally’: 42% of 
respondents 

B: On average (2.69 on a 5-point 

rating scale), people with COVID-

19 symptoms (or diagnosis) 

reported that either they weren’t 
able to get all the help they 

needed by their GP or that they 

did not need help. 

15. There should be further 

research into diverse short-

term and long-term 

experiences of COVID-19 and 

cross-sector, multi-disciplinary 

approaches to supporting 

recovery – this should actively 

involve people with varied 

experiences of COVID-19  

15. Researchers should 

work with people 

who have had 

COVID-19 to 

explore how 

different short-

term and long-term 

experiences of 

COVID-19 can be 

A: ‘Greater knowledge and 
understanding of possible 

experiences after having COVID-19 

and long-term health implications 

among health professionals 

internationally’: 42% of 
respondents 
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and how to provide 

effective support. 
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