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    Chapter 18   
 Quality of Life Issues                     

     Susanne     Singer    

          Typical Quality of Life Concerns in Head and Neck Cancer 
Patients 

 Keeping quality of life (QoL) as good as possible is very important for patients 
being treated for cancer. Head and neck cancer patients suffer frequently from prob-
lems with swallowing, a changed ability to smell and taste something, from sticky 
saliva, dry mouth, coughing, problems with teeth, inability to open the mouth wide, 
or diffi culties speaking [ 1 – 7 ]. 

 It depends on the individual patient what QoL issues are most important to him. 
This should be elucidated during the patient-doctor consultation. However, for 
developing treatments and supportive care measures, it is helpful to fi nd out what 
QoL issues are of importance to many patients. In a recent international study [ 8 ], 
the majority of head and neck cancer patients rated the following QoL issues as 
most relevant for them: swallowing, anxiety, eating, talking, dry mouth, pain and 
skin problems.  

    Mental Health as a Predictor of Quality of Life 

 Psychological morbidity is an important associate of poor quality of life [ 9 – 11 ]. It is 
important to note that head and neck cancer patients suffer more frequently than other 
cancer patients from psychosocial problems, especially some time after their diagnosis 
[ 12 ]. This fact goes often unnoticed by the doctors and nurses in charge for the patients: 
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Only about half of the patients with severe emotional problems such as a clinical 
depression are identifi ed as emotionally distressed by the medical team [ 13 ,  14 ]. 

 Reasons for this underdiagnosis are manifold. One is that doctors have usually 
little time for conversations with their patients. Talking with patients is unfortunately 
paid worse than prescribing medicines. Another reason is that some colleagues may 
feel poorly trained in how to talk to patients and, probably more important, how to 
deal with their emotional concerns. A third reason is that some patients tend to con-
ceal their emotional concerns. This happens, inter alia, because they do not want to 
bother their oncologists or surgeons with their problems, realising that the doctors 
have already very little time and so much work to do, and they do not want to disturb 
them with their – as they may feel it – minor or ridiculous problems. Some patients 
may fi nd it easier to open up to their general practitioner than to their surgeon. 

 Head and neck cancer occurs more often in men than in women, and men fi nd it, 
on average, harder to talk about their emotional problems, simply because they were 
brought up with the slogan “boys don’t cry,” and hence, they feel as a looser or 
“sissy” when they do. It takes patience and an active approach from the doctor to 
learn from the patients where he is suffering from. Men may fi nd it diffi cult to be in 
need for help in the fi rst place, and needing help for emotional problems may be 
even harder. 

 In an Australian study [ 15 ], about 1,100 general practitioners were interviewed 
about their experience with men talking about their emotional concerns. The doc-
tors said, for example: “ Men fi nd it hard to open up ,  you have to be very alert to 
notice warning signs. Often fi rst impressions. A good history usually makes diagno-
sis relatively easy ,  but men don ’ t generally volunteer as much information  …. 
 Reluctant to come to the doctor in the fi rst place and when they do ,  they focus on 
physical symptoms rather than their state of mind .” 

 Even relatives may underestimate the patients’ emotional problems because the 
patients feel unable to confi de in them. An illustrative example was published by 
Gibson and McCombe [ 9 ]. They interviewed patients who had been treated with 
total laryngectomy along with their partners after discharge from the hospital. The 
following passage illustrates the despair of the patients and their inability to open up 
even to their partners: “ The patient ’ s partner felt that the patient ’ s mood was 
unchanged following the operation. The only difference she felt was that he was 
more willing to walk the dog. When interviewing the patient later that afternoon he 
graphically explained how when walking the dog he would stand for hours by the 
railway line ,  staring at the track ,  trying to build up the courage to jump in front of 
the speeding trains .” (p. 351).  

    Stigma and Social Withdrawal 

 A specifi c problem in head and neck cancer is that the consequences of the disease 
and its treatment can not be concealed – other people can see, hear and sometimes 
even smell that these patients had cancer. This may result in stigmatisation [ 16 ]. In 
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general, a stigma is an unwanted individual characteristic that differentiates one 
person from the others and that leads to social withdrawal of these “others” [ 17 ]. 
The extent of withdrawal depends on the type of the stigma: A disease that is visible 
and severe evokes more social distance than a disease that is visible but not serious. 
The withdrawal is lowest if the disease is invisible [ 18 ]. Research into stigmatisa-
tion has shown that the reasons for such a social withdrawal are insecurity in social 
interactions, fear that the own wellbeing may suffer, assuming moral weakness in 
the stigmatised person, feeling guilty to be healthy, and disgust [ 18 ]. 

 However, not only the others may withdraw from the patient. Head and neck 
cancer patients also withdraw from their social environment [ 19 – 22 ]. Why do 
they do this? It can again be explained by stigmatisation which is a two-sided 
process. If people are stigmatised by others, they receive negative reactions more 
frequently. This can result in a negative self-concept, especially when the stigma 
is accepted as being a part of the self. Avoiding contact with other people allevi-
ates negative feelings (of being unwanted, ugly, disabled, etc.) and makes the 
patient feel more in control. On the downside, it prevents him from making posi-
tive experiences in the social contact with other people which can result in a 
vicious circle [ 21 ].  

    How to Measure Distress and Quality of Life 

 Distress and quality of life issues can be identifi ed in the doctor-patient consultation 
simply by asking “How do you feel?” if this is accompanied with showing the 
patient that we have the time and willingness to listen to him. 

 Another option, optimally in addition to the individual consultation, is to use 
validated questionnaires. They provide reliable data and are easy to use in the daily 
routine and in clinical studies. Frequently used tools to screen for distress are the 
Hospital Anxiety and Depression Scale (HADS) [ 23 ], the Patient-Health- 
Questionnaire Short Form (PHQ-9) [ 24 ], and the Distress Thermometer (DT) [ 25 ]. 
All of them are reliable, validated for cancer patients, translated into several lan-
guages and brief [ 26 – 28 ]. 

 Good instruments to measure quality of life in cancer patients are the Functional 
Assessment of Cancer Therapy (FACT-G) [ 29 ] and the European Organisation for 
Research and Treatment of Cancer Quality of Life Core Questionnaire (EORTC 
QLQ-C30) [ 30 ]. For patients in palliative care, the shortened version EORTC QLQ- 
C15 can be recommended. 

 Specifi c for head and neck cancer are, for example, the Functional Assessment of 
Cancer Therapy, Head and Neck Module (FACT-HN) [ 31 ], the University of 
Washington Quality-of-Life Instrument (UW-QOL-R) [ 32 ], the MD Anderson 
Symptom Inventory – Head and Neck Module (MDASI-HN) [ 33 ], and the head and 
neck module of the EORTC (QLQ-H&N35) [ 4 ]. The latter is currently being revised 
and updated to cover side effects of modern treatment schemes [ 8 ]. All these instru-
ments are well accepted by patients [ 34 – 36 ].  
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    How to Talk About Emotional Distress and Quality of Life 

 As outlined above, head and neck cancer patients might fi nd it diffi cult to approach 
the doctor actively and talk about their emotional concerns. This is not only related 
to the fact that they are frequently men who are socialised not to show weakness or 
despair, they also often had less education than the doctor whom they are speaking 
to which may make them feel intimidated and shy. The best way to cope with this 
situation is to actively and repeatedly ask the patient about his quality of life, with 
interest and concern. When patients realise their doctor really cares, they open up 
more freely. This is not only in the interest of the patient but also helpful for tailor-
ing supportive care and increasing adherence to treatment [ 37 ]. 

 The following advices can guide doctor-patient consultations:

•    Don‘t wait until your patient says something.  
•   Ask actively how he/she feels.  
•   Ask repeatedly.  
•   You do not need a lot of time for this, just be present in the moment and show that 

you really care.  
•   If professional psychological help is needed, offer it as something normal. Make 

it a “prescription” that the patient should use.  
•   Provide addresses of social workers, psychologists, self-help groups, etc.  
•   Patients want to talk to you in the fi rst place. Do not simply send them away to 

the psychosocial experts. Instead, offer your time and  additionally  the help of the 
experts.        

   References 

    1.    Abendstein H, Nordgren M, Boysen M, Jannert M, Silander EM, Ahlner-Elmqvist M, et al. 
Quality of life and head and neck cancer: a 5 year prospective study. Laryngoscope. 
2005;115:2183–92.  

   2.    Ng RW, Wei WI. Quality of life of patients with recurrent nasopharyngeal carcinoma treated 
with nasopharyngectomy using the maxillary swing approach. Arch Otolaryngol Head Neck 
Surg. 2006;132(3):309–16.  

   3.    Baumann I, Seibolt M, Zalaman I, Dietz K, Maassen M, Plinkert P. Quality of life in patients 
with oropharyngeal carcinoma after primary surgery and postoperative irradiation. 
J Otolaryngol. 2006;35(5):332–7.  

    4.    Bjordal K, de Graeff A, Fayers PM, Hammerlid E, van Pottelsberghe C, Curran D, et al. A 12 
country fi eld study of the EORTC QLQ-C30 (version 3.0) and the head and neck cancer spe-
cifi c module (EORTC QLQ-H&N35) in head and neck patients. EORTC Quality of Life 
Group. Eur J Cancer. 2000;36(14):1796–807.  

   5.    Tribius S, Raguse MC, Voigt C, Meyer MS, Woywod C, Münscher A, et al. Residual defi cits 
in quality of life one year after intensity-modulated radiotherapy in patients with locally 
advanced head and neck cancer: results of a prospective study. Strahlenther Onkol. 
2015;191:501–10.  

   6.    Borggreven PA, Aaronson NK, Verdonck-de Leeuw IM, Muller MJ, Heiligers ML, Bree R, 
et al. Quality of life after surgical treatment for oral and oropharyngeal cancer: a prospective 

S. Singer



279

longitudinal assessment of patients reconstructed by a microvascular fl ap. Oral Oncol. 
2007;43(10):1034–42.  

    7.    Schiefke F, Akdemir M, Weber A, Akdemir D, Singer S, Frerich B. Function, postoperative 
morbidity and quality of life after cervical sentinel node biopsy and after selective neck dissec-
tion. Head Neck. 2009;31:503–12.  

     8.    Singer S, Araújo C, Arraras J, Baumann I, Boehm A, Herlofson BB, et al. Measuring quality 
of life in head and neck cancer patients - update of the EORTC QLQ-H&N module, phase 
III. Head Neck. 2015;37:1358–67.  

     9.    Gibson AR, McCombe AW. Psychological morbidity following laryngectomy: a pilot study. 
J Laryngol Otol. 1999;113(4):349–52.  

   10.    Bindewald J, Oeken J, Wollbrück D, Wulke C, Dietz A, Schwarz R, et al. Quality of life cor-
relates after surgery for laryngeal carcinoma. Laryngoscope. 2007;117(10):1770–6.  

    11.    Singer S, Herrmann E, Welzel C, Klemm E, Heim M, Schwarz R. Comorbid mental disorders 
in laryngectomees. Onkologie. 2005;28(12):631–6.  

    12.    Singer S, Krauß O, Keszte J, Siegl G, Papsdorf K, Severi E, et al. Predictors of emotional 
distress in patients with head and neck cancer. Head Neck. 2012;34:180–7.  

    13.    Singer S, Brown A, Einenkel J, Hauss J, Hinz A, Klein A, et al. Identifying tumor Patients' 
depression. Support Care Cancer. 2011;19(11):1697–703.  

    14.    Keller M, Sommerfeldt S, Fischer C, Knight L, Riesbeck M, Lowe B, et al. Recognition of 
distress and psychiatric morbidity in cancer patients: a multi-method approach. Ann Oncol. 
2004;15(8):1243–9.  

    15.    Lyons Z, Janca A. Diagnosis of male depression does general practitioner gender play a part? 
Aust Fam Physician. 2009;38(9):743–6.  

    16.    Rehberg E, Mazemda P, Relic A, Koller M, Glanz H. Untersuchungen zur Lebensqualität nach 
Laryngektomie: Ergebnisse einer Pilotstudie und Implikationen für weitere Untersuchungen. 
HNO Inform. 2002;2002:25.  

    17.   Goffman E. Stigma: Über Techniken der Bewältigung beschädigter Identität (Originalausgabe: 
Stigma. Notes on the Management of Spoiled Identity, 1963, by Prentice-Hall, Inc., Englewood 
Cliffs, New Jersey). Frankfurt am Main: Suhrkamp; 1975.  

     18.    Albrecht GL, Walker VG, Levy JA. Social distance from the stigmatized. A test of two theo-
ries. Soc Sci Med. 1982;16:1319–27.  

    19.    Danker H, Wollbrück D, Singer S, Fuchs M, Brähler E, Meyer A. Social withdrawal after lar-
yngectomy. Eur Arch Oto-Rhino-Laryngol Head Neck. 2010;267(4):593–600.  

   20.    de Maddalena H, Pfrang H, Zenner HP. Erklärungsmodelle des sozialen Rückzugs bei 
Krebspatienten. Ergebnisse einer prospektiven Verlaufsuntersuchung bei Patienten nach 
Kehlkopfoperation. In: Kiese C, editor. Psychologische Diagnostik und Therapie bei 
Kommunikationsstörungen. Bonn: Deutscher Psychologen Verlag; 1992. p. 74–114.  

    21.    de Maddalena H. Psychologische Aspekte in der Rehabilitation von Laryngektomierten. 
Sprache-Stimme-Gehör. 1997;21:35–9.  

    22.    Devins GM, Stam HJ, Koopmans JP. Psychosocial impact of laryngectomy mediated by per-
ceived stigma and illness intrusiveness. Can J Psychiatry. 1994;39(10):608–16.  

    23.    Zigmond AS, Snaith RP. The hospital anxiety and depression scale. Acta Psychiatr Scand. 
1983;67:361–70.  

    24.    Spitzer RL, Williams J, Kroenke K. Research Quick Guide to Patient health Questionnaire 
(PHQ) and Brief PHQ. Unpublished Work. New York: New York State Psychiatric Institute; 
1999.  

    25.    Holland J, Rowland J. Handbook of psychooncology. New York: Oxford University Press; 
1989.  

    26.    Mitchell AJ, Meader N, Symonds P. Diagnostic validity of the hospital anxiety and depression 
scale (HADS) in cancer and palliative settings: a meta-analysis. J Affect Disord. 
2010;126(3):335–48.  

   27.    Mitchell AJ, Kaar S, Coggan C, Herdman J. Acceptability of common screening methods used 
to detect distress and related mood disorders-preferences of cancer specialists and non- 
specialists. Psychooncology. 2008;17(3):226–36.  

18 Quality of Life Issues



280

    28.    Singer S, Danker H, Dietz A, Hornemann B, Koscielny S, Oeken J, et al. Screening for mental 
disorders in laryngeal cancer patients: a comparison of six methods. Psychooncology. 
2008;17:280–6.  

    29.    Cella DF, Tulsky DS, Gray G, Sarafi an B, Linn E, Bonomi A, et al. The functional assessment 
of cancer therapy scale: development and validation of the general measure. J Clin Oncol. 
1993;11(3):570–9.  

    30.    Aaronson N, Ahmedzai S, Bergmann B, Bullinger M, Cull A, Duez NJ, et al. The European 
organization for research and treatment of cancer QLQ-C30: a quality-of-life instrument for 
use in international clinical trials in oncology. J Nat Cancer Instit. 1993;85(5):365–76.  

    31.    List MA, D'Antonio LL, Cella DF, Siston A, Mumby P, Haraf D, et al. The performance status 
scale for head and neck cancer patients and the functional assessment of cancer therapy-head 
and neck scale. A study of utility and validity. Cancer. 1996;77(11):2294–301.  

    32.    Hassan SJ, Weymuller Jr EA. Assessment of quality of life in head and neck cancer patients. 
Head Neck. 1993;15(6):485–96.  

    33.    Rosenthal DI, Mendoza TR, Chambers MS, Asper JA, Gning I, Kies MS, et al. Measuring 
head and neck cancer symptom burden: the development and validation of the M. D. Anderson 
symptom inventory, head and neck module. Head Neck. 2007;29(10):923–31.  

    34.    Silveira AP, Goncalves J, Sequeira T, Ribeiro C, Lopes C, Monteiro E, et al. Patient reported 
outcomes in head and neck cancer: selecting instruments for quality of life integration in clini-
cal protocols. Head Neck Oncol. 2010;2:32.  

   35.    Fisher SE, Vikram A, Donnelly A, Newsham AC, Johnston C. Which questionnaire? Assessing 
the health related quality of life in patients with head and neck cancer. Oral Oncol. 2009;3(1):61.  

    36.    Mehanna HM, Morton RP. Patients' views on the utility of quality of life questionnaires in 
head and neck cancer: a randomised trial. Clin Otolaryngol. 2006;31(4):310–6.  

    37.    Kissane D. Beyond the psychotherapy and survival debate: the challenge of social disparity, 
depression and treatment adherence in psychosocial cancer care. Psychooncology. 
2009;18(1):1–5.    

S. Singer


	Chapter 18: Quality of Life Issues
	 Typical Quality of Life Concerns in Head and Neck Cancer Patients
	 Mental Health as a Predictor of Quality of Life
	 Stigma and Social Withdrawal
	 How to Measure Distress and Quality of Life
	 How to Talk About Emotional Distress and Quality of Life
	References


