
The poliomyelitis virus continues its infectious presence in some parts of the world, recently highlighted by an outbreak of the disease in Tajikistan 
in 2010. Many people who survive polio are at risk of developing Post Polio Syndrome (PPS). Research has shown that new symptomsassociated 
with PPS can lead to a decrease in life-satisfaction due to negative impacts on physical and psychosocial functioning¹.

We report a large qualitative study of QoLin PPS, using the needs-based QoLmodel. Qualitative investigation was chosen to enable respondents to 
freely discuss the impact of PPS on their lives. Proponents of the needs-based QoLapproach hypothesise that life gains its quality from the ability 
and capacity of individuals to satisfy their needs². Thus it allows what is important to the person with the disease to become apparent.

Study setting and design:
45 interviews were conducted face to face and 
via telephone with volunteers recruited through 
the British Polio Fellowship (BPF) and a PPS 
clinic in the North West of England. Inclusion 
criteria were based on standard diagnostic 

criteria for PPS3-5 .

In-depth interviews:
All interviews commenced with a general open 
ŜƴŘŜŘ ǉǳŜǎǘƛƻƴ ǎǳŎƘ ŀǎ άǇƭŜŀǎŜ ǘŜƭƭ ƳŜ Ƙƻǿ 
tt{ ŜŦŦŜŎǘǎ ȅƻǳǊ Řŀȅ ǘƻ Řŀȅ ƭƛŦŜΚέ ! 
conversational style interview then followed 
and respondents were encouraged to discuss 
any aspects of their QoL. Interviewers probed in 
depth any issues raised to allow examination of 
how the direct impacts of the condition actually 
affected the needs of participants. A topic guide 
was also available to make sure any issues were 
not overlooked. This guide was approved by an 
expert panel of clinicians and patient 
representatives with insight into the condition. 
Interviews typically lasted 45 minutes. 
Interviews were continued until saturation was 
achieved.

Data analysis:
Interviews were recorded, transcribed, and 
analysed thematically. Each transcript was 
coded systematically and independently by 2 
researchers from the same discipline and then 
by another researcher of a differing 
background. Transcripts were coded inductively 
at both manifest levels (which looked at the 
surface meaning of the data) and latent levels 
(which looked the underlying meaning of the 
data that may shape the semantic content). 
Codes were systematically and iteratively 
identified via reading of the transcripts in 
search for patterns and phrases that related to 
needs that are affected by PPS.

After further analysis and researcher cross-
referencing, codes were triangulated into 
needs-based QoL sub-themes which were 
finally grouped into four overarching themes.

See the middle column for details of the 
identified sub-themes and themes.

ωIt was evident that PPS had a profound effect 
ƻƴ ƛƴǘŜǊǾƛŜǿŜŜΩǎ ƴŜŜŘǎ-based QoL.
�‡QoLin PPS was found to be unusual in that 
participants expressed fear of going 
backwards in terms of disability and revisiting 
their previous limited state.
�‡Previous research also concluded that the 
new disabilities of polio victims involve for 
many a second and different process of 
ŀŘŀǇǘƛƻƴΣ ǿƘƛŎƘ Ŏŀƴ ŦŜŜƭ ōǳǊŘŜƴǎƻƳŜыΦ
ωFurthermore, upon comparing themselves to 
peers, PPS sufferers reported feeling more 
ΨǎƭƻǿŜŘ ŘƻǿƴΩ ǘƘŀƴ ŀƎŜ ǿƻǳƭŘ ǎǳƎƎŜǎǘΦ
ωIn terms of future research, the investigators 
of this study are aiming to derive a PPS 
specific needs-based measure of QoL.
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Method Sub-themes: impact of living with 
PPS on QoL

Results

1. Feeling frustration and irritation

2. Feeling low in mood; feeling 
anxious

3. Diminished self-perception

4. Fear of reliance on others

5. Fear for the future

6. Fear of being isolated

7. Re-thinking work life

8. Diminished socialising

9. Effects on leisure and hobbies

10. Difficulties completing everyday     
tasks

11. Effects on relationships with 
others

12. Needing support and 
understanding from others

Quotes from interviewees to exemplify themes:

1) Esteem needs:
Frustration and irritation, due to the inability to 
complete activities, was recurring in interviews. The 
quote below exemplifies how the need for mastery 
was not met:
�^�/�(���/���•�š���Œ�š�����}�]�v�P���•�}�u���š�Z�]�v�P�����v�����/���•�š���Œ�š���(�����o�]�v�P���(���š�]�P�µ����
�P�}�]�v�P���}�v�U���/�������v�[�š���(�]�v�]�•�Z���Á�Z���š���/�[�u�����}�]�v�P�����v�����/���P���š��
�(�Œ�µ�•�š�Œ���š�������Á�]�š�Z���u�Ç�•���o�(�_��(Female, aged 62)

2) Safety and security needs:
Interviewees expressed fear about their future, 
namely that their PPS would deteriorate. This quote 
ŘŜǘŀƛƭǎ Ƙƻǿ ǊŜǎǇƻƴŘŜƴǘǎΩ ƴŜŜŘ ŦƻǊ ǎǘŀōƛƭƛǘȅ ǿŀǎ 
affected by PPS: 
�^�d�Z���š���]�•���š�Z���š���š�Z�}�µ�P�Z�š�����š���š�Z��back of my mind, you 
�l�v�}�Á�U���]�•���]�š���P���š�š�]�v�P���Á�}�Œ�•���M�_��(Female, aged 67) 

3) Self fulfillment needs:
The restricting nature of PPS expressed by some 
participants is evident in the below quote about 
social life. This quote demonstrates how the needs 
for stimulation and enjoyment were impacted upon:
�^�/���i�µ�•�š�������v�[�š�����������}�š�Z���Œ�����Y���/���š�Z�]�v�l���‰�}�•�š���‰�}�o�]�}���Z���•��
�•�}�u���š�Z�]�v�P���š�}�����}���Á�]�š�Z���]�š�X�����������µ�•�����/���i�µ�•�š�����}�v�[�š���(�����o���o�]�l����
�P�}�]�v�P���}�µ�š�����v�����š�Z���š�[�•���v�}�š���u���_��(Male, aged 86) 

4) Attachment needs:
Many felt there was a lack of understanding of the 
condition, in particular of the fatigue element. 
Several participants felt that they had lost friends as 
a result of this. The following quote exemplifies how 
the need for attachment can be affected:
άI had other friends who have drifted away because 
fatigue is something that is extraordinarily difficult 
�š�}���µ�v�����Œ�•�š���v�����]�(���Ç�}�µ�����}�v�[�š���•�µ�(�(���Œ���(�Œ�}�u���]�š�_��(Male, 
aged 72)

Themes: how PPS affected needs-
based QoL

1. Esteem needs (Sub-themes 1, 
2 and 3)

2. Safety and security needs
(Sub-themes 4, 5 and 6)

3. Self fulfillment needs (Sub-
themes 7, 8, 9 and 10)

4. Attachment needs(Sub-
themes 11 and 12)
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